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Abstract 
In Hong Kong, the incidence of childhood cancer was 144.3 new cases per million 
children. The diagnosis of cancer in a child poses a threat to the whole family unit 
and these families can be viewed as experiencing a sequence of problems as they 
cope with the demands of the patient's illness. The purpose of this descriptive 
study was to explore the psychosocial impact on the child with childhood cancer, 
the siblings and the parents, during the different stages of the disease. Qualitative 
analysis was done on 13 Hong Kong families, involving 13 parents, 10 children 
with cancer, and 11 well siblings. The participants were interviewed in depth 
individually on five key areas: knowledge on the child's diagnosis, treatment and 
prognosis and its impact on the family members; parental sharing of the nature of 
the disease with the child having cancer and the siblings; psychological reactions to 
the disease; family relationships; and family changes as a result. 
The findings suggest that all parents were flilly aware of the diagnosis, treatment, 
and prognosis of their child's disease. However, the children's knowledge of the 
disease varied, dependent on how willing the parents were able to let the children 
know about the disease and its prognosis. Most parents were reluctant to share the 
information about the disease with the children. The majority of the parents 
expressed sadness, worries, and guilt over the disease. The time of first diagnosis, 
terminal stage and loss of a child were reported to be the most stressful for the 
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families. As to the children with cancer, they were fearful of the side effects, the 
invasive treatment and relapse. For the well siblings, they expressed loneliness, 
unhappiness, worries, and jealousy at times due to the focus of parental attention 
on the sick child. There was no evidence to show that the disease had negative 
effects on the relationships within the families. Normal family life was said to be 
seriously disrupted during the child's hospitalization, with hardly any family 
interactions at home and social life outside. Some parents had to give up their 
jobs, took leave of absence, or cut down on their hours of work. All families 
experienced role changes and some families needed help with the care of the well 
siblings from other people. Despite less family income and additional expenses, 
finance, however, was not considered to be a major problem for the Hong Kong 
Families. As a whole, the study appears to show that there were communication 
gaps between parents and the children. Children were found to have considerably 
more knowledge about the disease than parents reported. Parents were not always 
alert to the impact of the disease on the feelings of the sick child and the siblings. 
To conclude, the study indicates that more needs to be done on facilitating family 
communication, information sharing and health education, long-term follow-up for 
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In Hong Kong, a total of 1756 cases of paediatric cancer were registered 
during the year 1982 to 1991. The incidence of cancer was 144.3 new cases 
per million children (Li，Mang, & Foo，1999). In 1997, among Hong Kong's 
population of 6.3 million people, there were 379 deaths due to disease in 
children aged below sixteen years old, of which 45 were due to cancer (Hong 
Kong Government, Census and Statistics Department). Similar to the 
western countries, cancer is the second major cause of death and accident is 
the first cause of death for children between ages of 1 and 14 years in Hong 
Kong (Annual report of Department of Health, Hong Kong，1997-1998). 
There have been substantial improvements in both treatment and survival of 
childhood cancer in recent decades. Children who have cancer are living 
longer than in the past, but new challenges have emerged as a result of 
medical progress (Martinson, Su, & Liang, 1993). 
The diagnosis of cancer in a child still poses a threat to the whole family unit. 
Families of cancer patients can be viewed as experiencing a sequence of 
problems as they cope with the demands of the patient's illness. According 
to Northouse (1984)，the central problems for families during the initial phase, 
adaptation phase, and terminal phase were different. Individual family 
members including parents, the child with cancer, and well siblings were all 
affected by the disease. An understanding of the experience of parents. 
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children with cancer, and well siblings at different stages of the disease is 
essential in providing good quality care for these children and their families. 
A small number of studies was available on the impact of childhood cancer 
on Chinese and Asian families (Martinson & Liang, 1993; Martinson, Yang, 
& Lee，1995; Saiki, 1994). They were mainly about Taiwan and the People's 
Republic of China, and were mostly conducted by Martinson and her 
associates. It is recognized that Hong Kong Chinese are influenced by both 
Western and Chinese cultures, and as such the experiences of Hong Kong 
Chinese parents, children with cancer, and their well siblings may be unique 
(Wills, 1999). With childhood cancer rate as it is, that means Hong Kong 
certainly deserves more attention. 
As yet, studies in this area are rarely available in Hong Kong. This is 
particularly true with any study on childhood cancer that involves children 
with cancer, their siblings, together with the parents, in examining the impact 
of cancer on the family during different stages of the disease. The present 
study is an attempt to contribute something towards filling a gap. Better 
insight and understanding in those areas, in time, can not only help to 
enhance medical and nursing practice, but also continuity of care for children 
with cancer, as well as the quality of life for all. With health care reform 
taking place in recent years. Hong Kong needs more such information as a 





In viewing the family as a system, a condition or event which affects one 
member may well affect others. Childhood cancer then has a potentially 
devastating effect on the family, and each member is affected in a special way 
(Doyle, 1987). It is also recognized that leukemia had pervasive effects on 
many aspects of family functioning from the time of diagnosis until well after 
the child's death (Kalnins, Churchill, & Terry，1980). Family-centered nursing 
care requires an understanding of the perspectives of all family members, 
including the parents, the patients, and the well siblings. 
The literature review for the study mainly covers the publications between the 
period 1976 and 1999. Some older publications were included, because they 
still serve as useful references. The literature review reflects that the 
publications on the impact of childhood cancer were largely American and 
European in origin, with a relatively small number on Chinese and other Asian 
communities. For the studies done, the focus was mainly on six areas. They 
were: 
參 impact of childhood cancer on the family in general 
• impact of childhood cancer on the children with the disease 
• impact of childhood cancer on the well siblings 
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• impact of childhood cancer on parents 
• impact on the family with terminally ill children and 
• impact of childhood cancer on families who have lost children to cancer. 
Impact of childhood cancer on the family in general 
An important literature review was those studies on the impact of childhood 
cancer on family. A longitudinal study aimed to determine in depth the 
psychosocial changes in the family from the time of diagnosis to long-term 
remission or death was conducted by Schuler et al. (1985). Schuler et al. 
studied 81 families of a child with cancer and followed up them for 5 years in 
Hungary. Fathers and mothers were interviewed both separately and together. 
They were interviewed almost day by day initially and they were interviewed as 
they appeared at the clinic for their child's check-up later on. In addition to the 
parents, siblings and other relatives were also asked to express their opinion on 
relevant problems. The results showed profound changes in the families' life 
and severe problems in adapting to the new situation. Marital problems, 
neglecting the healthy siblings and a loss of interest in work occurred in the 
majority of parents, especially in mothers. Younger siblings suffered more from 
the strains imposed on the family than older ones. The findings suggested that 
psychosocial care was important for all families to adjust to the altered 
circumstances and emotional upheavals. Although a longitudinal study 
provided a continual view on the psychosocial changes in the families of child 
with cancer, the participants were in different stages of the disease when the 
5 
Study commenced, such as only 17 patients were in the initial phase of 
treatment and 15 children died 1-5 years before the end of this study. Much 
data was provided by the participants retrospectively and relied on memory 
recall. 
Fife, Norton & Groom (1987) conducted a research study to measure the impact 
of the stress of childhood leukemia on specific family members and the family 
unit on a longitudinal basis during the first year following diagnosis. This study 
included 34 families. Four psychometric measures were utilized to collect data. 
They were the Moos Family Environment Scale, the Locke-wallace short 
Marital Adjustment Test, the Spielberger State-Trait Anxiety Inventory, and the 
Minnesota Multiphase Personality Inventory (MMPI). Moreover, the records of 
patient's and siblings' school attendance and academic performance for the year 
prior to diagnosis, and each succeeding report given throughout the first year of 
treatment were analyzed. A teacher's report was obtained for each child of 
school age immediately following twelve months after diagnosis. The results of 
this study showed that a certain level of denial appeared to serve as a functional 
coping mechanism that enabled families to adapt and maintain some sense of 
equilibrium when they confronted stressful situations. A time that change in 
family dynamics seemed most likely to occur was approximately 4-6 months 
following the child's diagnosis. Fatigue was present as a result of an intensive 
treatment regimen and the flurry of activity had subsided. On the other hand, 
there were no major changes in family structure such as divorce, separation, or 
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an adolescent leaving home occurred in any of the families until at least nine 
months post-diagnosis. Finally, there was a notable decline in marital 
satisfaction for mothers and fathers, along with the increased incidence of 
depression at the end of the first year for both parents. However, data from this 
research, indicate a need to obtain long-term data from families to determine 
the effects of the stress over extended periods of time. 
Overholser & Fritz (1990) studied 44 children and their parents to explore the 
relationship between various facets of adaptation to cancer and psychosocial 
outcome variables assessed in survivorhood. All participants were assessed two 
to seven years after children had completed treatment successfully during a 
period of continuous remission by structured interviews and several self-report 
measures such as family functioning, global adjustments of both parent and 
child, the Piers-Harris Self-concept Scale, Impact-On-Family Scale. The 
findings showed that parental reactions to a child's illness were related to a 
variety of psychosocial variables. The perceived financial burden concerning 
the costs of the illness and its treatment was associated with setbacks in the 
mother's work role, presumably because of the need to have adequate time to 
care for the ill child. When parents experienced social adversity and marital 
disharmony, the child's self-esteem was adversely affected. Also, parents who 
reported high levels of emotional strain during the child's treatment were more 
likely to feel and express anger toward the child even after successful treatment. 
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Overholser & Fritz suggested that such negative emotional discharges might 
stem from the perceived deficits in family closeness and emotional support. 
Other stresses encountered by families with a child who has cancer have been 
delineated by Thoma, Hockenbeny-Eaton, & Kemp (1993). They found a 
significant difference in the number and types of stressful life change events for 
families with a child who has cancer, compared with those with healthy 
children over a 12-month period. These included emotional problems, marital 
conflict, sexual problems, difficulty managing teenagers, resolving problems, 
and financial strain. There was a significant correlation between months since 
diagnosis and changes, with fewer stressful events reported over time. Families 
with ill children did not report stressful life change events in the areas of illness 
and family caregiving. 
Faulkner, Peace, & 0，Keeffe (1993) studied 19 families in which 10 families 
where the sick child was still receiving treatment or had recently finished and 
the other 9 families where the sick child had responded to treatment and had 
been in remission for between 2 and 12 years. The findings showed that some 
parents had the feelings of guilt. Cancer meant death for the adults and whole 
family lived with the fear. The fear of recurrence did not diminish over time 
and it appeared to worsen. These families found living with the uncertainty of 
their child's survival increasingly disabling over time. Most siblings and 
patients were aware of what was happening to other patients in the ward，and 
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what they saw and heard contributed to their understanding of their own illness. 
This finding supports Bluebond-Langner, Perkel, Goertzel's (1990) conclusion 
that experience is more critical than age in a child's awareness of illness. All 
the patients, even those as young as 7, were aware of the effects of their illness 
on family relationships and the changes that ensure. Most felt responsible for 
their parents' anxiety, which left them feeling guilty and isolated. They felt 
unable to tell their parents about these feelings, wishing to protect them from 
further distress. 
Dahlquist, Czyzewski, & Jones (1996) studied the marital adjustment and 
affective arousal of parents of children with cancer longitudinally at 2 and 20 
months after diagnosis. Mothers' state and trait anxiety scores were 
significantly lower at 20 months than at 2 months. There was no change in 
father's affective state scores, which were lower than mothers' scores at 
diagnosis. Marital satisfaction scores did not change significantly over time. 
Koocher & O'Malley (1985) are pioneers in the documentation of late 
psychological effects of paediatric malignancy. They reported that the 
diagnosis of cancer in a child played no significant role in marital discord. 
However, the finding in the study of Dahlquist, Czyzewski, & Jones and 
Koocher & 0，Malley were different from that of the study of Fife et al. (1987) 
and Thoma et al. (1993). 
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Apart from several studies from Western countries, some studies were 
conducted in Asia countries. According to the findings demonstrated by the 
studies conducted in China and Taiwan, knowledge of cancer and 
communication in the family about the illness are not emphasized by the 
Chinese, and financial concerns are prominent in the distress experienced as a 
result of the illness and treatment in China (Martinson, Su, & Liang，1993; 
Wang & Martinson, 1996). However, due to the different social environment in 
other countries, the financial considerations may not be the major obstacle to 
effective treatment of childhood cancer in Western countries. In the study of 
Martinson, Su, & Liang (1993), the impact of childhood cancer on 50 Chinese 
families in Guangzhou (Canton) in the Guangdong Province of the Peoples' 
Republic of China were explored. The parents whose children were newly 
diagnosed of cancer or undergoing treatment were interviewed. The results 
showed that only 4 children were told by their parents about their diagnosis. 
Children learned of their diagnosis in a variety of ways. It would appear that the 
longer a child is on treatment and hospitalized, the more likely it is that the 
child will know about the disease. Most parents were aware of the child's 
reaction to the illness. All 50 families had identified cancer as the most 
frightening disease and they stated that they did not know the cause of the 
disease. Only 4 of the 33 families in which there were siblings acknowledged 
the impact on the siblings. 
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Martinson, Yang, & Lee (1995) completed a total of 121 in-depth interviews 
representing 74 families to study selected aspects of the psychosocial impact of 
childhood cancer on the diagnosed child and his/her family in South Korea. 
The cross-sectional sampling in this study included four distinct time points: the 
newly diagnosed child; the child on maintenance therapy who was doing well; 
the child in relapse and who was not expected to live; families of children who 
had already died from cancer. Separate interview guides were used for the 
parent and the child interviews. The psychosocial aspects, which were studied 
in this study, included economics; change in work habits; perceived cause of 
cancer; child's knowledge about the disease; spousal relationships; family 
perspectives; psychological health; and available resources. The findings 
demonstrated that families of children with cancer experience fearfulness, 
desperation and guilt feelings. It also showed that for a mother with other 
siblings who also need for care, the responsibility is even greater. In addition, 
with the mothers devoting their attention to the sick child in the hospital, other 
siblings felt neglected and isolated and may need some kind of tailored support 
system. 
Impact of childhood cancer on the children with the disease 
Another important factor emerged from the literature review was the impact of 
childhood cancer on the child with the disease. Many studies have explored the 
impact of childhood cancer on children and their families; few articles have 
examined the effects of this disease on selected cultural groups. 
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Moore, Glasser & Ablin (1987) conducted a study to explore the impact of 
cancer on 35 long-term survivors (at least 5 years from the diagnosis of 
childhood cancer) who were diagnosed with acute lymphoblastic leukemia 
(ALL) or solid tumor (ST) not involving the central nervous system. A parent 
and one of the child's teachers completed the Deasy-Spinetta Behavioral 
Questionnaire (DSBQ) with 49 items which includes cognitive aspect and 
psychosocial subscale was used to measure late effects on selected aspects of 
psychosocial functioning. In addition, each child was asked to answer seven 
open-ended questions regarding the impact of the previous cancer experience on 
school performance and on relationships with family and friends. The results 
showed that parents perceived that their child had fewer social and emotional 
problems than perceived by the teachers. According to the teacher's appraisal, 
the subjects treated for ALL were functioning at a level significantly below that 
of their healthy peers but the mean scores for the ST survivors and the controls 
were similar. The findings suggest that children who are long-term cancer 
patients and their families often continue to feel the pain that they have 
experienced during the time of cancer diagnosis and treatment. However, the 
limitation of this study was that the instrumentation for measuring the 
psychosocial late effects of childhood cancer serves only as a global index of 
overall functioning and does not measure the long-term impact of cancer on 
specific areas such as self-concept, body image, and achieving independence. 
Moreover, there was no baseline data on psychosocial functioning prior to the 
cancer therapy. Because data on psychosocial functioning at various stages of 
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the disease were not available, it was not possible to derive any conclusions 
about the progression of psychosocial effects. 
Wasserman (1987) conducted semi-stmctured interviews with 40 children who 
had achieved complete remission from Hodgkin's disease and completed 
therapy at least five years previously. A total of 30 open-ended questions were 
asked to assess psychosocial effects of childhood/adolescent cancer. Most 
children were able to recall the stage of disease at diagnosis and type of 
treatment but younger subjects (below 13 years of age at diagnosis) showed less 
accuracy of recall. Side effects of treatment were most often mentioned as the 
“worst thing" about having had Hodgkin's disease. Interestingly, 95% of the 
children said that they had benefited in some way from the experience of having 
cancer. 13 children admitted being concerned about the possibility of a 
recurrence or second malignant neoplasm. They reported that the only way of 
being able to live a normal life was to deny the threat. In contrast to the female 
children, male children expressed little interest in having their reproductive 
status assessed. Since this research focused on adolescent and young adult 
Hodgkin's survivors who had been treated within one institution, the researchers 
were able to obtain a sample in which the therapeutic milieu, age, disease 
factors, survival rates, degree of disfigurement or physical limitations, and 
differences in treatment protocols were unlikely to present major confounding 
variables. 
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Martinson & Bossert (1994) studied the psychological and social functioning of 
16 children with cancer who were assessed three to five years after diagnosis. 
The mothers of these children were requested to complete the Achenbach's 
Child Behavior Checklist (CBCL) based on the behavior of the child with 
cancer over the past year. The child's scores for each subscale of the social 
competence and behavioral problems were plotted on a profile that ranges from 
normal to abnormal scores and each possible total of the behavior problem 
score and the social competence score provided a corresponding T score. 
Findings indicated that 81% of the children were involved in age-appropriate 
social interactions and the same percentage showed normal behavioral patterns. 
No significant differences were found due to gender, type of tumor, or behavior 
over time. The children in this study appeared to be functioning normally, both 
psychologically and socially，three to five years after a diagnosis of cancer. The 
authors concluded that nursing care planned to include the psychological and 
social needs of the child might be one factor contributing to the child's long-
range psychosocial adjustment. However, the results of this study were in sharp 
contrast to the studies of Mulhem, Wasserman, Friedman, & Fairclough (1989) 
and Sawyer, Crettenden, & Toogood (1986). These studies which also used 
Achenbach's CBCL to examine children two or more years after diagnosis, 
found that children with cancer were at risk for behavioral and social problems. 
The reason for differences in these studies may be due to the sample size, which 
was 183 and 42 respectively, the sample size in the study of Martinson & 
Bossert was relatively small. In addition, the difference also could be the 
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Martinson & Bossert，s study was a difference in length of time as this study was 
3-5 years. 
Novakovic et al. (1996) interviewed 85 children with Ewing's sarcoma about 
their experience of having cancer in an effort to understand the effect of cancer 
diagnosis and treatment in children and adolescents. The children and 
adolescents who survived at least 3 years since their diagnosis were interviewed. 
The answers were then coded and categorized. The categorization was used to 
quantify responses to some extent. The children described their negative 
experiences included transient and permanent discomfort and disabilities related 
to cancer such as infertility and amputation; disruption of life or relationships 
such as limitations of activity and not being able to perform the same activity as 
peers; and emotional aspects of cancer diagnosis or treatment such as worry 
about relapse and the future and being scared of death. Positive aspects of 
having cancer included changed attitudes about self and life such as being a 
more optimistic and positive person; improved relationships with others, or 
better job performance. Overall, having cancer was not seen as an entirely 
negative experience, and it may result in introspection and improved 
relationships with others. The findings showed that the experience of having 
cancer in childhood or adolescence was not likely to be forgotten or fade away, 
because the number and variety of comments did not change significantly with 
the time elapsed since diagnosis. These findings support that in the study of 
Faulkner et al. (1993). 
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Martinson & Liang (1992) conducted a study in Guangzhou, China in which a 
total of 55 children who ranged in age from 3 to 16 were interviewed from the 
89 families. These children were in different stages of the disease trajectory. 
22 children were newly diagnosed, 19 were under treatment, and 14 had 
relapsed under treatment and were not expected to live. All the children knew 
the correct name for the examinations that were done. They learned about their 
physical conditions from their physician and most likely from the hospital 
rounds. Over half of the children had questions they wanted answers for, but no 
one had allowed them to ask. All children from the three groups stated that they 
did not know how they got the disease and 60% of children in the group of 
children under treatment knew the disease was serious. In contrast, the newly 
diagnosed groups of children were less knowledgeable about the severity of the 
disease. The group of children who were not expected to recover had the 
greatest percentage of children who said the illness was very serious, and three 
children said they would die. The children reported that relationships with 
siblings depended on whether the sibling was able to visit the child in the 
hospital. A very powerful request was given by children for more psychological 
support from the nursing staff. However, the large age range of the children and 
the various diagnoses of the children may affect the respond of the children. 
The technique of interviewing young child was not mentioned in the study 
report. 
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Impact of childhood cancer on the well siblings 
The impact of childhood cancer on well siblings is another important area of 
literature review. In the study of Walker (1988), the findings did not only stress 
of childhood cancer of well siblings, but also the coping strategies. Walker 
studied 15 families with 26 siblings between 7 and 11 years of age. Data were 
collected using open-ended interviews, questionnaires, a puppet play, and 
family drawings and cartoon story telling from parents and the healthy siblings. 
Parents were identified as the sibling's most important support system. Walker 
was able to confirm that the major stresses for the siblings were to do with fear 
of loss, change and death. Many of the coping efforts identified in this study 
appeared to be a combination of cognitive and behavioral strategies. The three 
domains of cognitive coping strategies were intrapsychic (being within the 
individual's mind)，interpersonal (relating to others or involving relationships 
with others), and intellectual (guided or developed by the intellect rather than 
emotions). The domains for behavioral coping strategies were identified and 
defined as self-focusing (behaviors directed toward or involving self), 
distraction (behaviors to divert oneself from stress), and exclusion (behaviors 
that bar oneself from contact with stress). The findings showed the 
disagreement between what the parents thought were their child's coping 
strategies and what the children revealed as their coping strategies. It lends 
strong support to the idea that data about the sibling are best obtained directly 
from the sibling, rather than only from the parent. Since parents may omit 
behaviors as inconsequential, or be completely unaware of the child's cognitive 
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strategies. However, a limitation of this study was the relatively small sample 
size and convenience sampling. 
Comparing the findings from the study of Walker (1988) with the study of 
Heffeman & Zanelli (1997), it was found that similar coping strategies were 
identified by both the mothers and the siblings. These included arguing, 
irritability, disrespectfulness, sadness, emotional liability, acting out, 
aggression, talking and being with others, and playing with friends. Heffeman 
& Zanelli studied 17 mothers and 21 siblings who had a brother or sister on 
active treatment for a malignancy for at least 3 months by using a 33-“yes/no” 
items questionnaire (Parental Assessment of Sibling Coping Strategies) for 
mothers and a 20-“yes/no,’ items questionnaire (The sibling Coping Ability 
Assessment) for siblings. The findings of this study showed that both mothers 
and the well siblings were able to identify behavioral changes. Similarities and 
differences between maternal and sibling descriptions were evident in the study, 
supporting the findings of Walker's (1988) study showing that the perception of 
parents and children are different. 
Martinson, Gilliss, Colaizzo, Freeman, & Bossert (1990) carried out a 
longitudinal study of the effects of childhood cancer on school-age healthy 
siblings. 40 families with 16 siblings were studied over a five-year period. 
Nine siblings with a living child and 7 siblings with a deceased child were 
interviewed. The semi-structured interview questions based on their experience 
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of the effect of the diagnosis and hospitalization, continuing effect of disease or 
death on sibling. The findings indicated that these two groups of siblings shared 
feelings and memories of isolation and separation from the ill child and parents. 
The children whose siblings were alive recalled missing them during periods in 
hospital. They had some awareness of the disease and knew that people could 
die from cancer. The group with a deceased sibling all said that they missed 
them, but they made no mention of the name of the diagnosis and had difficulty 
recalling anything about the disease. The findings of this study suggest that 
future research on the impact of childhood cancer on the family should include 
the needs of the siblings. 
Chesler, Allswede, & Barbarin (1991) reported the findings of interviewing 21 
siblings aged of 10 and 21 in 17 of families of children with cancer in which 15 
were siblings of children living with cancer, and 6 were siblings of children who 
had died. A series of broad questions were posed to these youngsters in a semi-
structured interview. The findings were generated using a grounded theory 
approach. The authors reported that siblings of children with cancer almost 
universally expressed worry and distress about the illness. All the siblings felt 
that their home life had changed in important ways because of their brother's or 
sister's illness. Many siblings felt that their parents treated them differently 
from their ill brother or sister. Almost every sibling in the study of Chelser et 
al. (1991) expressed a wish to help care for the ill brother or sister. Most of 
them seemed to be aware of the stresses their parents experienced. Twenty of 
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the 21 siblings believed that their family had grown closer together in some 
ways since their brother or sister had become ill. In spite of the stress and pain 
they experienced, many siblings reported positive growth in their levels of 
intellectual and emotional maturity. However, there were many differences in 
the findings of older and younger siblings. The approach of this research 
permitted the researchers to present the problems these siblings faced in their 
own words and feelings but studies that simultaneously inquire into the 
experiences of siblings, parents, and patients also would complement this work. 
In a collaborative study of Sahler et al. (1994), a sample of 254 siblings, aged 4 
to 18 years and their parents completed interviews and self-report measures 6 to 
42 months after diagnosis of cancer in a brother or sister. Matched controls 
were obtained from respondents to the Child Health Supplement of the National 
Health Interview Survey administered in 1988. Siblings of children with 
cancer, as reported by their parents, experienced heightened 
emotional/behavioral distress during the period 6 to 42 months after diagnosis 
compared to respondents to the survey in 1988. The data also indicated that age 
and gender differences in responses indicated distinctive perceptions of and 
vulnerability to the cancer experience. The younger boys (below 11 years of 
age) appeared to be particularly vulnerable to behavior problem and the older 
girls appeared to experience increased distress. 
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Similar to Sahler et al. (1994), Sargent et al. (1995) investigated responses of 
254 siblings of children with cancer to structured interviews designed to elicit 
thoughts and feelings about effects of cancer on self and family. Siblings 
indicated distress about family separations and disruptions, lack of attention, 
focus of family on the ill child, negative feelings in themselves and family 
members, cancer treatments and their effects, and fear of death. Siblings also 
reported becoming more compassionate, families becoming closer, and having 
experiences they otherwise would not have had. Age and gender differences in 
responses indicated distinctive perceptions of and vulnerability to the cancer 
experience. Older siblings were far more likely to report positive effects than 
younger siblings suggesting that levels of maturity can moderate the stress of an 
ill child within the family. However, there is an absence of a strong 
relationships between siblings' responses and level of adaptation in this study. 
The lack of a relationship suggests that the selected siblings' expressions of 
feelings and thoughts is a poor predictor of those at potential risk or those likely 
to be immune to problems. 
In Chinese population, Martinson & Wang (1996) conducted a study to explore 
the behavioral responses of healthy Chinese siblings in Taiwan to childhood 
cancer in the family and to examine the factors that may contribute to the 
presence or absence of behavioral problems in these siblings. The subjects were 
45 two-parent Chinese families of pediatric oncology patients who had been 
treated six months or more at the major Pediatric Oncology Treatment Centers. 
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Both the siblings and parents were interviewed by using semi-structured 
interview schedules at the beginning of the study and after twelve months. In 
addition to the interview, Piers-Harris Self Concept Scale was translated into 
Chinese and administered to healthy siblings at the same time of interview and 
the Child Behavior checklist and the Family Environment Scale were 
administered to the parents. The major stressor themes of inadequate 
knowledge, reduced family communication, and insufficient support were 
identified in this study. Healthy Chinese siblings showed significantly more 
behavior problems and fewer social competence behaviors than a standardized 
normal western population. However, time since diagnosis was not controlled 
at the beginning of the study may have influenced reporting of the healthy 
children's behavioral responses to childhood cancer of a sibling. Moreover, 
Piers-Harris Self Concept Scale, Family Environment Scale and Child 
Behavioral Checklist and the normative data were based on a nonchinese 
sample, therefore, there might be bias on the interpretation of the results 
because the different cultural background. 
Impact of childhood cancer on parents 
One of the important reviews in literature is the study on the impact of 
childhood cancer on parents. Stuber et al. (1994) reported that the parental 
responses post-traumatic stress (PTS) symptoms appear to be significant and 
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important in the understanding of responses of childhood cancer survivors. The 
study proposes a family model, based on data about the relationship between 
post traumatic stress symptoms in parents of cancer survivors and the child's 
perception. Parents included 30 mothers and 17 fathers of 30 childhood cancer 
survivors 8-19 years old，who were at least 22 months off treatment and disease 
free after a malignancy, were evaluated using self-report questionnaires. The 
findings showed that parents who have children with cancer reported more 
severe post-trauma symptoms than their children who had cancer. The data 
suggested that the mother is the pivotal person in the family, influencing both 
her husband's likelihood of experiencing PTS symptoms and her child's 
inclination to appraise his or her cancer treatment as having been severe. 
Mothers whose children had been off treatment for a longer time tended to view 
themselves as less constitutionally anxious than those for whom treatment had 
more recently terminated. This was a retrospective study, which represented a 
snapshot of family members' PTS symptoms, self-reported trait anxiety and 
appraisal of treatment intensity in the present, after almost two to more than ten 
disease-free years. A future longitudinal study could clarify the order and 
timing of specific aspects of the cancer experience by monitoring the time line 
along which these and other predicators of the family's stress response occur. 
Sloper (1996) conducted a study to investigate parents' responses to the 
diagnosis of childhood cancer at the early months of treatment which included 
their levels of emotional distress; their perceptions of the effects of the illness 
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on family life at six months post-diagnosis; the support available to them and 
their unmet needs. 98 families took part in the study, which involved interviews 
with the main carer and a self-report questionnaire using the Malaise Inventory, 
which was completed by mothers and fathers. A sibling between 8 and 16 years 
old in the family was also interviewed. The results of the study showed the 
wide-ranging effects of childhood cancer on families in the early months after 
diagnosis. Fifty-five percent of mothers and 41% of fathers scored 6 or more in 
the Malaise Inventory indicating high levels of emotional distress. Fifty-seven 
percent of families perceived a delay in diagnosis and this often caused parents 
to feel anger and/or guilt, with fear that the delay had caused the disease to 
progress. Over half of the respondents (52%) felt that the separation and 
disruptions to family life caused by hospitalization of the child had the most 
negative effect on the family. A total of 98% of siblings reported one or more 
negative effects on their own lives. Eighty-two percent of parents reported 
negative effects of siblings, social activities and poorer school attainment. This 
study was cross-sectional, so causal links and long-term effects on families 
cannot be identified. Equally, the study only obtained the views of parents, and 
professionals' perspectives on their role in meeting parents' needs and the 
problems they encounter in this role were missing. Moreover, the model of 
stress and coping adopted by the study was not specific to cancer and the factors 
associated with higher levels of distress, such as financial and employment 
problems and lack of social support, have been found to be related to stress in 
majiy different populations. 
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Parents，awareness of a potentially shortened life span affects child-rearing 
practices. Hillman (1997) conducted a longitudinal study to compare the child 
rearing practices between groups of parents of healthy children and parents of 
children with cancer. Significant differences in several domains of child rearing 
practices between these two groups were found in the study. These included 
parental expectations, discipline, and expression of emotion, parental worry, 
and overprotectiveness. These differences remained constant after the first year 
since diagnosis with the expectation of two items. Parents of ill children 
reported the tendency to spoil their child as less descriptive than at diagnosis, 
and having strict rules as more descriptive. 
Martinson, Liu-Chiang, Liang (1997) conducted a study which focused on the 
physiopsychological reactions to the stress of parents of children with cancer in 
China. Eighty-nine families who had a child with cancer were recruited into 
four groups: group A，the child was newly diagnosed with cancer; group B, the 
child was under treatment for cancer; group C, the child had relapsed and was 
not expected to live; and group D, the child with cancer had already died. 
Medical records were examined to ascertain each child's type of cancer, 
diagnostic history, and stage of illness. Interviews were conducted in Cantonese 
and semi-structured. Specific questions were asked regarding colds, headaches， 
dizziness, loss of appetite, and weight loss. The Parent Stress Rating Scale 
(PSRS) and the Parent's Support Scale (PSS) were administered. Results 
indicated that parents most often reported symptoms of loss of appetite, weight 
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loss, and sleeping difficulty, followed by headache, dizziness, and least of all, 
colds. Mothers experienced more symptoms than fathers did. Only in the 
newly diagnosed group and the under treatment group did the fathers report 
having had more colds than the mothers did. Parents rated the child's death as 
having caused the highest stress, followed by the terminal stage and the 
diagnosis. The child's funeral along with relapse of the child's disease were 
rated the third and fourth most stressful, respectively. The period of remission 
and the period 6 months after the child's death were rated as the least stressful. 
Spouses received the highest rating for being supportive, across all groups. This 
study described the Chinese parental physiopsychological reactions to their 
child's cancer treatment and death. The results showed the physiological 
reaction changes were dependent on the stage of illness of the child. Similarly, 
in the study of Kupst, Schulman, Maurer, Honig, Morgan, & Fochtman (1984) 
also indicated that anxiety; depression, physical illness, and somatic complaints 
were precipitated as parental health problems due to the diagnosis of childhood 
cancer. These health problems may affect caregiving practices, competence, and 
family functioning (Orr, Hoffmans, & Bennetts，1985). 
Impact on families with terminally ill children 
Besides the different experiences of individual members in a family, their 
experiences at particular stages of the disease such as the terminal phase and the 
bereavement phase also need to be investigated since these two phases were 
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considered to be the most stressful time for those parents whose child is going 
to die or passed away. 
Stein, Forrest, Woolley, & Baum (1989) conducted a retrospective study using a 
semi-structured self-report questionnaire of 25 families, 20 with surviving 
children, and five whose children had already died. All these families were 
attending the first children's hospice in the United Kingdom (UK). The study 
examined the family's perceptions of the care offered and the impact of chronic 
and life threatening illness. The findings suggested that children's hospices 
offer a special style of care to families of children with life threatening illness. 
The hospice provides a warm friendly unhurried environment, unburdened by 
the rapid turnover and daily medical emergencies of the acute pediatric ward. 
The impact of chronic life threatening illness on the families was substantial. 
The parents, the ill children, and their siblings all experienced much higher 
levels of psychological symptomatology than would have been expected from 
other participants. When families felt greatly helped over symptom control, a 
proportion remained very worried about certain symptoms, particularly 
breathlessness, seizures, and pain. A high proportion of families was 
experiencing financial and employment difficulties as a result of their children's 
illness. 
James (1997) invited 12 parents of 8 children, who died of cancer 1 to 3 years 
ago to tell her about the palliative care phase of their child's illness, with the 
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purpose of identifying parents' needs during this time. Four needs identified 
were the need to have the child recognized as special while retaining as much 
normality within the child's and family's lives as possible; the need for caring 
and conceitedness with health care professionals; the need to retain 
responsibility of parenting their dying child; and the need for information and 
participation in their children's care. These needs also appeared in the findings 
of a study by William (1992). Parents in this study also reported feelings of 
helplessness, frustration, and lack of control in relation to alleviating the child's 
pain and suffering. The limitation of James's (1997) study was that the parents 
were interviewed 1 to 3 years after the child's death. The passage of time may 
have hampered the parents' ability to clearly remember their needs and lessened 
the intensity of the emotions surrounding the death, thus resulting in a calmer 
appraisal of needs. 
In Chinese population, Martinson, Zhong, & Liang (1994) interviewed twenty-
two families who had a child dying from cancer in China. Cancer was 
identified by all families as the most frightening aspect of their situations. Not 
having enough money for medicines and hospitalization were identified as 
being the most difficult problem. Sixteen of 22 families paid for the total cost 
of medical treatment and hospitalization themselves. The findings also 
suggested that parents wished to protect the child and any siblings from 
knowing about the cancer. There seemed to be a cultural attitude of not 
wanting to talk about sad things, and not sharing bad news was common within 
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families and the community. Most families reported there was no time for the 
parents to care for the other well child. Most families believed that there was 
no long-term change in the siblings after the child had been diagnosed with 
cancer. 
Regarding the issue of telling children about their impending death, Purssell 
(1994) stated that children who are facing death often have an increased 
awareness and an adult-like perception of death although some parents and 
health care staff believe that knowledge of impending death should be withheld 
from children to protect them. Denial of the impending death by parents and 
staff may increase the child's stress. Purssell also suggested that siblings and 
friends should be told about the impending death and encouraged to help with 
care. Hall (1997) discussed that, as with all defense mechanisms, pretense 
could be healthy but can also restrict communication channels. This results in 
the child being left isolated, with questions they feel unable to ask. Every 
family should be encouraged to acknowledge that their child might know more 
than they have been told. Ross-Alaolmolki (1985) also suggested that parents 
should talk to their children about death, but the profound changes in family 
relationships that may be brought about by the knowledge of impending death 
can preclude such disclosure. The suppression of emotions, feelings and 
anxieties of parents in an attempt to protect the child can have the reverse effect 
if it leads to misunderstanding and a lack of communication. 
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Impact on families who have lost children with cancer 
Miles (1985) conducted a study to compare the emotional symptoms and 
physical health of 31 parents whose children had died suddenly in an accident, 
30 parents whose children had died following a chronic disease, and 81 
nonbereaved parents. Data for this retrospective survey were collected by 
mailed questionnaires: the Hopkins Symptom Checklist (HSCL), Bereavement 
Health Assessment Scale, Review of Life Experience Scale, and a personal-
situation questionnaire. Findings indicated significant differences between the 
bereaved groups and the control group on the total scale score of the HSCL and 
on the subscales measuring depression, anxiety, somatization, obsession-
Compulsion, and interpersonal sensitivity. However, there were no differences 
on these variables between the two bereaved groups. Bereaved parents with 
higher concurrent life stresses and parents from a lower socioeconomic 
background were at higher risk for emotional symptomatology. There were no 
significant differences among the three groups on the number of physician/nurse 
visits, number of hospital admissions, number of new or recurrent illness，or 
drug usage. Bereaved parents, however, more frequently reported appetite and 
sleep problems. 
Martinson & Davies (1994) conducted a longitudinal follow-up study, which 
examined changes in 48 families 7-9 years following the death of a child with 
cancer. A total of 150 interviews were conducted with 46 mothers, 33 
fathers/stepfathers, and 71 siblings. They were interviewed at one month, six 
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months, twelve months, and two years following the death of their child. 
Participants completed several questionnaires and participated in semi-
structured interviews. The interview data were analyzed for recurrent themes 
and concepts through constant comparative analysis from grounded theory 
technique. The results showed that family reorganization occurred with 
changes in marital status; families' responses to other illnesses included 
increased ability to handle stress by some families and increased alcohol and 
drug use in others. The recognition of life as fleeting and fragile brought some 
families a greater appreciation of life while other families had a sense of 
personal vulnerability, a fear of impending doom, resembling that seen in 
victims of significant trauma. Moreover, generally the family became a priority 
for the members and they spent their vacation time together. Regarding the 
issue of marital status of the parents with a child died of cancer, the findings in 
this study were same as the contradictory information in the literature such as 
Kaplan, Grobstein, & Smith (1976) & Lansky，Caims, Hassanein, Wehr, & 
Lowman (1978). Four of the nine divorced couples in the study of Martinson & 
Davies stated that the death of the child was a major factor contributing to their 
divorce and the other couples did not attribute the divorce to the child's death 
but viewed it as result of other problems. Actually, few studies have followed 
families for as long a time after the child's death as was done in this study. 
However, as more time elapses, the likelihood of the couple experiencing other 
crises increases, and the relationship between the child's death and marital 
breakdown becomes less clear. Other variables must be considered. 
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Regarding the Asia population, Saiki, Martinson, & Inano (1994) described the 
experience of Japanese families who had lost their children to cancer by 
interviewing 13 Japanese families who had lost children to cancer within the 
past 3 years and had at least one 5-to 18-year-old sibling. Six sets of parents, 7 
mothers and 9 siblings were interviewed. The interviews were semi-structured. 
The researchers concluded that all of the mothers and most of fathers 
experienced poor health conditions after their child's death, which included 
insomnia, weight loss, loss of appetite, headache, depression, and fatigue. The 
findings in the study of Miles (1985) demonstrated similar results. Moreover, 
the findings also indicated at least five situations that threaten good family 
relationships. First, hiding the diagnosis and refusing to discuss about the 
illness and death might result in a situation in which the sick child was totally 
isolated from the family and had to face the fear of death by himself. Second, 
the eagerness of the parents to concentrate only on the care of the sick child 
might result in the isolation of siblings. Third, the relationship between the 
parents might deteriorate if there was not enough communication and 
cooperation. Fourth, tensions between family members could continue if the 
mother did not allow other family members to share in her own bereavement. 
Lastly, siblings might have a hard time accepting the sick child when the child's 
physical appearance had changed consequently by the illness. It was something 
specific for this study due to the features of Japanese culture; the main 
caregivers that were mothers tried to resolve their problems within the context 
of the relationship between the parents. The relationships between the mothers 
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and fathers changed and became stronger or weaker. How fathers shared the 
mothers' burdens strongly influenced their relationships. 
Summary of literature review 
In summary, the literature reviewed indeed reaffirms one another on the 
traumatic nature of the psychosocial impact on the child with cancer and the 
family, once the child was diagnosed as a patient. For both the child and the 
family members, the intensive treatment phase, particularly with hospitalization, 
was one that could be quite disruptive. Not only were feelings of anger，guilt, 
fears, anxieties and frustrations intensified, there were times when members of 
the family suffered from financial strains, neglect and disharmony, such as the 
siblings being neglected, marital discord, change of roles and relationships. 
Coping with the physical demands, as well as the social and emotional strains 
could be crushing. As the process of treatment became longer and longer and 
the period of uncertainty extended, it was almost inevitable that the lives of all 
family members were affected. As to the children who managed to survive the 
cancer ordeal, even years after, it was reported that the impact was still there. 
The psychosocial impact on family members of children with cancer such as 
personal distress, relationships in family, various changes in family to adapt the 
disease has been well documented. However, the period of newly diagnosis, 
recurrence of disease, terminal illness and death of children were seen as the 
most distressful events. How parents react to their children's illness related to a 
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variety of psychosocial variables, such as prognosis of the illness, stages of 
illness, knowledge of disease, cultural beliefs, support systems, and their 
abilities at handling stress. 
Though there are numerous articles on the impact of childhood cancer on 
children and their families, few articles have focused on selected cultural groups 
and their perhaps unique experiences and reactions to this chronic life-
threatening illness, especially at the different stages of the disease. 
Most of the studies reviewed are of American and European origin and a few 
studies were there on families in China and Japan. Studies are yet to be done in 
Hong Kong, which examines into the experiences and impact of childhood 
cancer on Chinese families at different stages of disease. Hong Kong is a multi-
culture city and Hong Kong Chinese are influenced by both Western and 
Chinese cultures. The experience of Hong Kong Chinese families with children 
diagnosed of cancer were thought to be unique. The present study was designed 
to explore the experiences and to gain an understanding of such families in 
Hong Kong, hoping it will provide some basic data for further work. 
On the whole, the literature review does offer much insight into the formulation 
of the framework of the present study. The researcher finds the study on South 
Korea by Martinson and her associates especially helpful. She agrees that when 
looking into the psychosocial impact of cancer on the family and the child with 
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cancer, it is essential to learn how the key individuals perceive the situation, 
parents, the siblings, and the child with cancer together. It is essential to 
examine into how each individual concerned and as a group is affected by the 
different stages of the disease likewise, for quality care requires an 
understanding of the perspectives of all family members. 
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Chapter 3 
Objectives and Methodology 
Aim 
The aim of this study was to explore the psychosocial impact of childhood cancer 
on the child with cancer and the family during different stages of the disease in 
Hong Kong. 
Objectives 
The objectives of the study were: 
1) To explore the experience of the family having a child diagnosed with cancer; 
2) To investigate the reactions of the parents, and siblings to the disease; 
3) To examine the psychosocial changes of the child with cancer and the family 
members during five different stages of the disease; and 
4) To examine the similarities and differences of the experience among parents, 
children with cancer, and siblings. 
Methodology and Research Design 
The research design of the study was a descriptive one, and the methodology was 
essentially an ethnographic approach. According to Brink & Wood (1998), 
descriptions of population characteristics is one of the major types of descriptive 
studies. Ethnography using multiple data collection methods attempts to 
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discover population characteristics from the perspective of the person being 
studied. An ethnographic approach was used to explore and provide insight into 
the psychosocial impact of childhood cancer in Hong Kong on the child with 
cancer, the parents, and siblings. The use of an ethnographic approach provides 
an opportunity to explore the holistic nature of society and to ask questions 
relevant to nursing practice (Strebert & Carpenter，1995). It allows parents and 
children to "speak for themselves" about their experiences. 
For a more in-depth study, the approach then was found to be appropriate for the 
present research design, in order to address the questions raised in the objectives 
of the study. Although there are distinct advantages in combining participant 
observation with interviews in ethnographic studies (Hammersley & Atkinson, 
1996), it was not considered appropriate for this study, since it was not feasible 
for the researcher to observe for a long period of time in the homes of children 
with cancer. It was decided that semi-structured interviews and field notes were 
more feasible under the circumstances for exploring into the experience of the 
child with cancer, and the impact of the illness on the family members during 
different phases of the disease in Hong Kong. 
Subjects 
The target participants of the study were carefully selected according to stated 
characteristics and criteria. Five family types were identified as appropriate. To 
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begin with, each of the family identified had to have the characteristics as 
outlined in Table 1. 
Table 1 Five Family Types for the Study 
Groups Characteristics of the participants in the group 
A Had a child newly diagnosed with cancer (within six months) 
B Had a child with cancer, who had received treatment more than six months and in 
remission at the time of the study 
Q Had a child with cancer who had completed the treatment within one year 
D Had a child with cancer who was not expected to live 
E Had a child with cancer who had died within the past two years 
Next, the five family types identified had to satisfied the following criteria: 
1) All participants had to be Chinese in origin and were able to communicate in 
Cantonese; 
2) The child with cancer was at that particular stage of the disease; 
2) The child interviewed had to be older than 7 years of age 
According to Morse (1991), school age children (6-12 years of age) are 
increasingly oriented to the world outside the home; they have the ability to 
mentally represent their perceptions and to view themselves and their actions 
objectively. This was also reaffirmed by the citation of Piaget's theory of 
cognitive maturation in which children of this age (7-year-old) enter the 
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formal operational cognitive stage, involving the development of new 
abstract and hypothetical reasoning abilities by Philips (1985); 
4) The child with cancer should have at least one sibling; and 
5) The family selected was willing to be interviewed after an initial explanation 
by the doctor. 
Given the characteristics and criteria used, identifying the target families for the 
study turned out to be a major difficulty in Hong Kong. Fortunately with the 
support of the Department of Medicine of the University and the Children's 
Cancer Foundation, the study targets were found Convenience sampling had to 
be adopted, however (i.e. Anyone referred who fitted the characteristics and 
criteria, with consent, was invited to participate in the study). Three families 
were identified for each of the family type for the study. With all the families, 
three members were interviewed, namely, the child with cancer, a parent, and a 
sibling. The exception was with Group E where understandably only the parent 
and the sibling were interviewed, as the child with cancer had already died. 
Data collection method 
The major method for data collection used in this study consisted of semi-
structured interviews and field notes. Questioning is a frequent method of data 
collection in a descriptive study. The type of question asked can be either semi-
structured or unstructured. The semi-structured interviews are defined as those 
organized around areas of particular interest, while allowing considerable 
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flexibility in scope and depth (Morse, 1991). A semi-structured interview 
schedule is one in which the topics are standardized and the order in which the 
questions are asked may be preset, but answers are open and unstructured (Brink 
& Wood, 1998). Interviewing can be an extremely important source of data and 
may allow one to generate information, which would be very difficult to obtain 
both about events described and about perspectives and discursive strategies 
(Hammersley & Atkinson^ 1996). 
The topics for the semi-structured interview schedules were developed by the 
researcher of the present study, with reference to the publications and prior work 
of pervious investigators (Martinson et al., 1990; Martinson & Liang, 1992; and 
Martinson, Yang, & Lee，1995). Topics were scheduled in an order appropriate 
for the purpose, including the use of prompts to ensure data consistency. The 
interview guides were translated into Chinese. Separate interview guides were 
used for parents, children with cancer, and the sibling interviews. Modifications 
of the 3 different interview guides were made to reflect the concerns of particular 
stages of the disease. The interview guide for parents included topics such as 
their knowledge of their child's disease, their reactions to the illness, changes in 
the family (Please refer to Appendix I for interview schedule for parents in group 
A, B, C & D). Additional parent interview questions were used for group E, 
regarding family experience on the death of the child, funeral, and adjustment 
after the child's death (Please refer to Appendix U for interview schedule for 
parents in group E). The interview guide for the child with cancer and the sibling 
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included: their knowledge and understanding about the illness and prognosis, 
their perceived changes in the family, and their reactions to the illness (Please 
refer to Appendix EI for interview schedule for the child with cancer in group A 
& B). For the child with cancer, specific questions were asked to examine the 
feelings of hospitalization and the treatments received, and the adaptation to 
normal life in group C (Please refer to Appendix IV for interview schedule for 
the child with cancer in group C). As to siblings in group E, questions were 
asked on reaction to the death of the sibling with cancer and the adjustment after 
that sibling's death (Please refer to Appendix V for interview schedule for the 
well siblings in group E). Prompts were used to elicit additional information or 
to verify what the participants had said For general background information, 
questions on demographic and socio-economic characteristics were included. 
They were: age, sex, birth place, education of parents, the child with cancer and 
the siblings. Parents were also asked questions on religion, occupation, family 
income, living environments, and parents were also asked about family 
relationships, using structured questions. 
Strasser (1991) describes field notes as a personal diary and a log of dates, and 
pertinent information kept by the researcher. Field notes were recorded as soon 
as possible following each interview, and notes were written in the field 
whenever possible. Field notes were transcribed by hand in a rough fashion on 
note pads during the interview. After the interview, details were added. It was 
difficult to remember all the details during the interviews. Besides the field notes 
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then, descriptive information based on the research questions were also tape-
recorded. The field notes were very useful as a supplement to other forms of 
data gathering. Hammersley & Atkinson (1996) suggest that it is usually 
advisable to supplement the tape-recording with jotted notes covering the non-
verbal aspects and features of the physical setting went unrecorded. A tape-
recorded interview cannot portray the physical setting, the nonverbal 
communication, and the various impressions the researcher picked up in an 
interview. It is essential that such observations are recorded in field notes to 
supplement the taped interviews (Please refer to Appendix VI for a sample of the 
field notes). 
An issue in collecting data from children is how to interview them. Language 
competency varies greatly among children because of their age and cognitive 
ability. For such reasons, the researcher tried to tailor her questions and 
conversations around what she perceived as the child's language and cognitive 
abilities. The key was to avoid misleading questions or getting the child to say 
what the researcher wanted to hear. Moreover, it was important to make the 
queries developmentally appropriate (Holmes, 1998). To resolve those issues, 
the researcher tried to phrase a question in several different ways, and pretested 
the questions with children of different ages prior to the main study. That was to 
ensure that the children could understand the questions correctly. 
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Data collection procedure 
A letter of application for approval of access to carry out the research was written 
and sent to the Chief of Service (COS) in the Department of Pediatric in the 
hospital where the Cancer Centre was located (Please refer to Appendix VII for 
the application letter for approval to the Ethical Committee in University). The 
families in group A to D were recruited from the Children's Cancer Centre which 
is one of the major treatment centres for approximately 40% pediatric oncology 
patients in Hong Kong. The doctor in the Cancer Centre who provided direct 
care and who was the most familiar with the children and their families, was 
asked to identify the potential families for the study. Once the families were 
identified, the doctor approached the parents, informed them of the study, and 
asked if the researcher could contact them. For the families in group E, they 
were recruited by the Children's Cancer Foundation as the hospital stopped 
contacting the family after the death of the child with cancer. If parents agreed, 
the researcher arranged to meet with them at a convenient time and location. 
The families were interviewed either in the hospital or at home, depending on 
their preference. Only one family in both group A and D was interviewed in the 
hospital and the rest preferred to have the interviews conducted in their own 
homes. Despite the different locations for interviews, no difference in results 
could be seen. From the findings, it was evident that whether or not the 
participant was interviewed in private and alone had greater effects on the results 
than that of the location of interview. 
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All interview questions for parents were pretested by asking a trusted colleague 
to answer then and the session was recorded. Questions that appeared ambiguous 
were revised accordingly; and where necessary, the sequences of the questions 
were rearranged so that they were in the most logical order for the participants to 
answer. This pretest procedure was especially important in the questions for 
children because the children had to be asked appropriate questions according to 
their developmental stage. Since the researcher did not have previous contact 
with the participants before they were interviewed, the task of building rapport 
became very important. Small talk was used as an ice-breaker, while a decision 
was being made about where to sit and where to put the tape-recorder. The 
researcher was careful in self-presentation to ensure rapport, giving clear 
indications of acceptance, and avoiding misunderstandings of any kind, such as 
signs of judgmental reactions. 
Each interview took about 30 to 90 minutes. Parents and children were 
interviewed separately and privately, with the exception of 3 families. That was 
due to the lack of private rooms at home. As reported by Coyne (1998), one of 
the difficulties researchers face once they have gained access to children is 
negotiating privacy, whether in a school, home or hospital setting. Similarly, 
Coyne (1998) also experienced difficulty gaining private access to children in 
home setting and concluded that parents may not have the same conception of 
children's rights to privacy and confidentiality as researchers do. Interviews 
were likely to be interrupted by parents if privacy could not be provided for the 
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children. In this study, most parents were quite content that each child was 
interviewed alone and in private. Only two parents expressed any surprise at the 
researcher's request for privacy with each child. They were reassured that 
quietness was necessary for recording purposes and they were also informed of 
the content of the interview. 
All the interviews were audiotaped and field notes were taken. A portable 
cassette-recorder was used and it was not placed in the interviewee's immediate 
line of sight, so that he/she could be more relaxed while the recording was made. 
For the interviewee's comfort, only brief notes were taken during the interview. 
Detailed notes were written, and an addendum was made to the audiotape 
immediately after the formal interview. 
Interviewing children is different from adults. According to Graue & Walsh 
(1998)，talking to children involves changing the tone of voice and assuming a 
curious version of “kid-talk”. In agreement with Holmes (1998), the researcher 
supplied the children with an explanation about the study that was 
developmentally appropriate. They were also assured of the confidentiality and 
anonymity of the interviews in understandable terms. One successful strategy on 
interviewing children identified by Holmes (1998) is that by asking children to 
draw for her while talking with them, informal or unstructured interview works 
best. In the study of Coyne (1998), the result also indicated that drawing would 
be a useful tool to relax the children, gain their interest and build their 
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confidence. Children in the study were invited to draw a picture of their choice. 
The aim was to use drawing as a means of building rapport and as a non-
threatening approach to the interview itself. However, only one child in this 
study was willing to draw for the researcher (Please refer to Appendix VIII for a 
drawing from a child with cancer in Group B). A few younger children were 
playing during the interview. The older children aged 11 and above would 
neither play nor draw. They quickly declined the suggestion of drawing. Coyne 
(1998) concluded that these children might see being asked to do a drawing as 
some form of “test”，to see whether they could draw correctly. That was 
supported by the children's comments in the study as, “I don't know how to 
draw", and “I knew I was no good at drawing". 
Data Analysis 
The purpose of data analysis is to impose some order on a large body of 
information so that the data can be synthesized, interpreted, and communicated 
(Polit & Hungler，1999). Morse (1991) refers to the analysis of qualitative 
research as the categorization and ordering of information to make sense of the 
data and to write a final report that is true and accurate. Firstly, the major task in 
analyzing interview data was to become extremely familiar with the data. As 
soon as possible after the completion of a tape-recorded interview, the tapes were 
replayed, with the researcher listening carefully to the content as well as to the 
questions asked and the participant's responses. The tapes were transcribed 
exactly from the interview and not paraphrased in Chinese. After translation into 
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English, the transcriptions were read through carefully and several times (Please 
refer to Appendix IX for sample of transcript). Then the researcher underlined 
key terms in the text. Secondly, the key phrases were restated to remain as 
descriptive and literal as possible, this step resorted to paraphrase. Thirdly, 
reducing the phrases and creating clusters several times, as different clustering 
patterns were tried. As the researcher completed the clustering process, another 
coder was invited to complete the clustering process independently. The two 
codings were compared and it resulted in numerous apparently distinct clusters. 
Since the clusters were too many, they needed to be reduced in number and were 
combined to form "meta-clusters", comparisons were made "at the boundaries of 
each cluster.，，The decisions involved both implicit and explicit comparisons and 
thereby move to higher levels of inference. Fourthly, the phrases needed to be 
generalized in each cluster. Once a clustering procedure and "patterning" 
exercise have identified and qualified a set of core themes. Finally, interpreted 
the core themes and clarified the ideas about the meaning of the data (Miles & 
Huberman, 1994). 
Issues of validity and reliability 
Brink (1991) describes the key idea in reliability and validity as “error” Error 
that occurs anywhere during the research process compromises the outcomes of 
the study and limits the usability of the data. The greater the degree of error, the 
less "truthful" the results. The second idea in reliability and validity is the notion 
of "measurement". In qualitative research, measurement refers to the series of 
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judgements made by the researcher about collected information in relation to its 
truthful representation of the desired content, its comparability with known 
information, and its verifiability across subjects and across situations. 
Validity 
According to Brink (1991), since qualitative studies seek to describe and explain 
phenomenon and do not require manipulation of the independent variable, 
therefore, external validity and internal validity are not the goal for qualitative 
research. In this study, although the sampling method was convenience, sample 
selection was still based on some criteria which were set based upon the best 
available evidence from the literature such as the stage of the disease and the age 
of the children. All the samples in this study were selected by the doctor in 
Cancer Center and the Center-in-charge of Family Service Centre, they were the 
person knew the participants met these criteria. In addition, the validity of the 
study was assured by developing the interview guides based on previous 
literature about the experience of the family with a child diagnosed of cancer and 
developing a rationale for the categories, which were showing their 
appropriateness to the data. Use of interview guide helped to focus discussions 
on to the phenomena of interest (Marshall & Rossman，1991). To avoid constant 
error, questions were constructed in such a way as to avoid a correct answer, or 
agreement/disagreement response nodes were built into the design in such a way 
to elicit what participants believe to be the correct social response. In addition, 
all participants were told that there was no right or wrong answers to the 
48 
questions and their answers would not affect the care of the child. Children were 
assured of confidentiality prior to the study to increase the credibility of the data 
collected. Two separate individuals conversant in both languages checked the 
translation before the English version was typed onto the English interview 
guides. All the interviews were conducted by researcher only so that consistency 
in asking the same questions of different participants was ensured. Furthermore, 
interviewing both parents and children ensured the validity of the information 
obtained. 
Reliability 
Reliability is concerned with the consistency，stability, and repeatability of the 
informant's accounts as well as the investigator's ability to collect and record 
information accurately (Brink, 1991). Brink also indicates that reliability of a 
particular participant is tested by the use of identical as well as alternate form 
questions within the interview itself in a single interview situation. In this study, 
all the interviews were tape-recorded and jotted down fieldnotes. Tape recording 
the interviews and fieldnotes reduced the possibility of missing important data. 
The dialogue in the interviews was then transcribed and translated into English 
since the dialogue was all in Cantonese, In order to avoid researcher bias, one 
randomly chosen taped interview was transcribed and translated by an expert 
translator. This aimed at establishing the accuracy of transcription and 
translation of taped interview. Chang, Chau & Holroyd (1999) suggested that the 
use of translators who were sufficiently educated to ensure understanding of the 
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concepts in both languages facilitated the translation. The level of agreement 
between the two transcripts was high and no major adjustments were made. This 
process further increased the reliability of the data collected. And then all the 
transcriptions and translation were only done by researcher herself. The 
researchers in the study by Twinn (1997) commented on the problem of finding 
appropriate English words to translate the Chinese as a difficulty in working with 
the data. Moreover, the difficulties in translating data where there is little 
similarity in the grammatical structure between Chinese and English were also 
found in this study. Not using tenses and personal pronouns, and the structure of 
the responses to questions in Chinese add to not only the complexity for 
translators in developing an accurate representation of the narrative but also to 
the analysis of the data (Twinn, 1997), highlighting the importance of having 
only one translator working with the data since it can maximize reliability of the 
data sets. 
To enhance the reliability of categorization, the ways are to ensure precise rules 
exist for coding and ensuring accuracy in the process of coding and transcribing 
data (Cavanagh, 1997). The simplest measure of reliability of this process is to 
ensure agreement between two or more persons analyzing the same data. 
Therefore, two colleagues were invited to code generate category systems on one 
random interview of both parent, child with cancer, and well siblings 
independently and without seeing the researcher's list. As a result, there was an 
agreement between the coding of researcher and her colleagues. A final list of 
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categories which best described each response was established according to the 
agreement among these two persons and the researcher. 
Pilot study 
A pilot study generally involves a small-scale test of the entire study, testing not 
only instruments but also the sampling plan, the intervention, and the study 
procedures, and so on (Pilot & Hungler, 1999). A pilot study was conducted 
using one family in group A and one family in group B in order to test the 
feasibility of the interview schedules. These groups were selected because it was 
the easiest to recruit samples in these two groups. The interviews were 
audiotaped and transcribed. The interview schedules were revised to be more 
concise after the pilot study. For example, in the interview guide for the children 
with cancer in group A & B, they were asked “Tell me about your disease" 
instead of “Tell me why you are in hospital" in order to explore their knowledge 
about their illness. Moreover, the questions "What were your reactions to your 
disease” was added into the interview guides for all children in order to 
understand their psychological reactions to the disease. The sequencing of the 
questions was also determined after the pilot study. In the pilot study, for 
example, demographic data was obtained at the beginning of the interview. 
However, it was found that a period of small talk and playing with the young 
children before starting the actual interview was needed since this was an 
important activity to establish rapport. The demographic data was arranged to be 
collected at the end of the interviews. The length of time of the interview and 
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whether participants felt that the time burden was too great was also tested in 
pilot studies. However，the average time an interview taken was one hour and 
none of the participants in pilot studies felt that the interview time was too long. 
Ethics 
Approval for the study was obtained from the ethical committee of The Chinese 
University of Hong Kong (Please refer to Appendix X for approval letter from 
The Chinese University of Hong Kong) and the hospital. The families selected 
for this study were explained the reasons and procedure of this study. All the 
participants were informed again of the purpose and the procedure of this study 
in details before the interview started by the researcher. The written consent that 
was translated in Chinese for the parents (Please refer to Appendix XI & XH for 
written consent for parents) was obtained prior to the study. To ensure children 
aged below 13 do not have the competence to give their informed consent, 
informed consent of children's parents was obtained simultaneously (Please refer 
to Appendix XIII for written consent for parents sign for their children). The 
children aged older than 13 years old were also asked to sign written consent 
since the child is developmentally mature enough to understand the basic 
information involved in informed consent. Polit & Hungler (1999) suggest that it 
is advisable to obtain written consent from the child as well if the child is old 
enough to understand it. After obtaining the permission from parents, all 
children were approached directly for their consent and the procedure of the 
study and the general content of the interview questions was explained but they 
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were not told any information about the disease. The children were given time to 
decide whether to participate in the study. All the children in this study seemed 
to understand the purpose of the research study, as evidenced by their interview 
data. Another ethical concern in conducting research with children, particular 
with low-income, disadvantaged children mentioned by Holmes (1998) is the 
issue of reciprocity. Holmes suggests never give a child a reward or gift for 
helping researcher learn about his or her experience because it would affect the 
answers of the child. Therefore, the children were not given any reward even 
though a child drew a picture for researcher. 
In the initial few minutes of an interview, the participants were informed by the 
researcher about the reason for the interview, along with reassurances about 
confidentiality and the need for tape-recording. Participants were all assured that 
participation in the interview was on voluntary basis and they could stop the 
interview or request to have the audiotape stopped at any time. Children were 
told that the taping was being done so that the researcher could remember what 
the child said without taking notes. All participants were told their right to ask 
questions and withdraw at any time. They were also assured that their 
withdrawal from the study would not affect the care offered to the children. All 
the transcripts were coded to ensure confidentiality. A master sheet with 
participants' names, addresses, telephone numbers and code numbers was kept in 
locked cabinet to which only the researcher had access. All the tapes will be 
destroyed and disposed of immediately following the completion of the study. A 
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few parents asked about the content of the child's interview when it was 
completed. The researcher refused their request politely with the explanation 
that all interview data was confidential. It was suggested that they could ask 
their children directly for information. Faus, Walsh，& Deatrick (1998) reported 
in their study that adolescents are especially concerned with confidentiality, as 
they are often experimenting with new ideas and ways of presenting themselves. 
Thereby the children were assured that their responses would not be shared with 
parents or other children unless they desired it. 
Another ethical issue experienced by the researcher in this study was the conflict 
between the researcher role and the clinician role during the interviews. Parents 
were ventilating when they were talking about their experience actually. Some 
parents were expressive and they were emotional during the interviews. Some of 
them complained of the attitude of the health workers in hospital and some asked 
about the disease of their child. The researcher had neither attended their 
feelings or complaints nor answered their questions during the interviews 
because providing emotional care to them during an interview could alter the 
interview and thus bias the results. To some extent almost any response by the 
researcher will be supportive. However, the researcher had given support to 
these parents or invited them to ask their doctors about the disease after the 
completion of the interviews. 
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Chapter 4 
Findings and discussion 
Introduction 
The findings and discussion will be presented together here. According to 
Sandelowski (1995), the process of analysis and interpretation are even more 
difficult to separate since there is no clear line in qualitative work that can be 
drawn between analysis and interpretation, as an analytic structure is often the 
basis for an interpretation. With the experience of this type of study, the 
researcher tends to agree with Sandelowski. In addition, it should also be noted 
that, at times the quotes from interviewees to illustrate the categories appear 
ungrammatical, partly as a result of the translation of the verbatim data from 
Chinese into English (Twinn, 1998). 
In the indepth interviews, for all groups of subjects, five major areas were 
explored, these areas were mainly: 1) the impact of the knowledge of the disease; 
2) being truthful about the disease; 3) reaction to the disease; 4) disease impact 
on family relationships; 5) general socio-economic impact on the family as a 
whole. For the parents, their job and financial situation were also examined. As 
to the child with cancer, who returned to school for their studies was asked on 
their school life after they had been diagnosed with the disease. 
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In this chapter, the findings will be reported firstly providing a general 
introduction on demographic and socio-economic background of the subjects. 
Next, the findings of each group of participants on the five major areas 
concerned will be presented. Finally, how the three groups of participants agree 
or differ in responses to the major areas will be discussed briefly. Attempts are 
also made to address the findings of the present study relate to the studies 
conducted by various researchers in Europe, North America and Asia. 
Altogether, a total of 15 families and 42 subjects was planned for the study. 
However, due to time constraints, it was difficult to find three families who 
could satisfy the characteristics and criteria for Group D. As a result, only one 
family then was included for that part of the study. The total number of families 
who actually participated in the study then was 13 instead of 15 (Please refer to 
table 2 for the number of families responded and persons interviewed). A total 
of 34 subjects was successfully interviewed instead of the anticipated 36, due to 
the non-response of one sibling in Group C and another sibling in Group E. It 
was heartening to know that once families consented to participate in the study, 
all expressed that they welcomed the opportunity to do so. 
P a r e n t s 
A total of thirteen parents which included two fathers and eleven mothers was 
interviewed in this study. The mean age of the mothers was 41.8 years and that 
of the fathers was 44.5 years. All parents had received at least primary school 
level education with nine parents completing secondary school. Nine families 
had no formal religious affiliations. One family was reported to be Catholic, one 
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was still going to catechism classes, and two were Buddhist. 
Table 2 The number of families responded and persons interviewed 
Group No. of family Children with Parents Siblings Remarks 
cancer 
~ X 3 3 3 3" 
B 3 3 3 3 
C 3 3 3 2 One non-response siblings 
D 1 1 1 1 Only one family response 
E 3 0 3 2 Children with cancer 
already deceased and one 
non-response sibling 
13 10 I s Ti Total 34 persons 
interviewed 
The occupation of the parents varied widely in the study, including clerical 
workers, drivers, and manual workers. Eight out of eleven women were 
housewives and not employed outside the home. The total family income varied 
from HK$6,000 to $30,000. (Please refer to Table 3 for total family income per 
month) Ten out of thirteen families lived in public housing, with one family 
living in private rented accommodation, and with two families being flat owners 
who were still paying off the mortgage. The participating families, as a whole， 
largely came from the lower to middle socioeconomic groups. 
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Table 3 Total family income per month 
Family income Number of family 
(H.K. Dollar) 
$6,000-$10,000 5 
$10,001 -$15,000 1 
$15,001 -$20,000 4 
$20,001 -$25,000 0 
$25,001 -$30,000 1 
$30,001 and above 0 
Unstable income 2 
There were eleven nuclear families and only two families had one grandparent 
living with them. In eleven of the families the parents were living together. In 
one family the parents were separated; and in another, the father died. Seven 
families had another child, besides the one with cancer; three families had two 
more children besides the one with cancer; two families had three more children; 
and one family had four more children besides the one with cancer. There were 
23 siblings in total among these 13 families. 
The impact of the knowledge of the disease 
The first category identified within the group of parents was that of the impact of 
the knowledge of the disease. All the parents knew the diagnosis, treatment, and 
prognosis of their sick children but they did not know the causes and did not 
have previous knowledge about cancer. One parent both in group A & C said 
that lack of knowledge induced fear. This was illustrated by a parent in group C 
who said. 
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“ When I heard of cancer, it meant incurable. However, her father 
said that it could be cured," We seldom have contact with cancerso 
that we did not know about this. I did not know whether one out of 
how many thousand people would get cancer. She was very unlucky... 
At the beginning, I was afraid. I was not afraid when I knew more 
about the disease. ” (CP2C58) 
Despite being told by the doctors that the causes were unknown, parents had 
their own beliefs about the causes of the disease. Three mothers said that they 
had done something wrong to cause the disease of their children. One mother in 
group B suspected that the disease of her daughter was caused by taking 
medicine for long time during her pregnancy. She said: 
‘‘The doctor said that the reason was unknown" I got skin disease 
when I was pregnant. I took medicine for a long period. I thought 
that it was related to the medicine. ” (BPICS6) 
This finding is similar to that in the study of Wills (1999) of Hong Kong parents. 
She also found that parents suspected that something wrong had caused the 
problem for their children and attributed the child's condition to their pregnancy, 
childhood ailments, and life style that they were familiar with, because the child 
had generally been healthy before the onset of the disease. However, the 
findings in the studies ofMcWhirter & Kirk (1986) in Australia and Ruccione, 
Buckley, & Hammond (1994) in United States were different, indicating that 
environmental exposures, such as the quality of air, water, and food; parents' 
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occupational exposures and children's hobbies or school and household 
exposures were the major concerns of the parents about the cause of their child's 
cancer. It appears that there are differences between Caucasian and Chinese 
culture. It appeared that the Chinese people were prone to make themselves 
responsible for the disease of their child. 
Being truthful 
The second category identified within the data was that of being truthful. There 
were three subcategories in this area which were being truthful to the sick child, 
being truthful to siblings, and being truthful to others. 
Being truthful to the sick child 
Only two mothers, including one in group E, reported that they had told their 
sick children all about their disease including the prognosis. Nine parents 
informed their children about the diagnosis and treatment, but not the prognosis, 
although most of them realized that their children would overhear about it from 
others in the hospital. One mother in group D did not tell her daughter about her 
impending death. One mother both in group A & B had not told the diagnosis to 
the children but they all suspected that their children knew it because they could 
overhear other parents talking in the hospital. One parent described her son as 
saying, 
"He knows very much. He knows everything. He knows more than I 
do. He always goes to the hospital. He sees many things in the 
hospital He will think about it... No one told him (about the disease). 
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Everyone will know when he is admitted to the hospital. ” (AP3C116) 
There was evidence that some parents wished to protect the child and siblings 
from knowing about the cancer. Most of the parents only told their child about 
the diagnosis and treatment, but not the poor prognosis; and they only told the 
diagnosis of their child to some relatives but not ordinary friends. Martinson et 
al. (1994) reported in their study of the reaction of Chinese parents to terminally 
ill child with cancer in China that there seemed to be a cultural attitude of not 
wanting to talk about sad things, and not sharing bad news was common within 
Chinese families and the community. It appeared from the findings of the 
current study that talking about impending death with the dying child forms an 
extra and particularly difficult hurdle in communication. Goldman & Christie 
(1993) and Wills (1999) reported that all those families who talked with their 
children about diagnosis, recurrence of disease and death were those in whom an 
open pattern of communication between the parents already existed. However, 
the number of families with open pattern of communication was small in this 
study. This may be because some parents are unable to face the reality of their 
child's disease and their reluctance to talk to their child may be based on their 
own inability to cope with the disease. 
Being truthful to siblings 
An interesting finding in this study was that the mother in group A who did not 
tell the disease to the sick child, but told the truth to the siblings and relatives. 
Two other parents in this group reported that they had not told the truth to the 
siblings since they were too young to understand, although those siblings were 
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more than 10 years old. Similar to the findings in Martinson et al，s (1995) study 
on Korean families, the three parents in group E in this study had told the 
siblings that the child with cancer died. Gudmimdsdottir (1996) studied parents 
in Taiwan, the findings demonstrated that these parents kept the death from the 
siblings, either by not discussing the dead child or by implying that the child had 
moved or been sent away. 
Being truthful to others 
Two of the mothers instructed the siblings not to tell their schoolmates and 
neighbours for fear that people would stigmatize the children, and they were told 
that there was no need to inform others who could not help with the situation. 
One mother in group E said that she only told the truth to her sister since she was 
afraid of being teased and was afraid that people might look down on her 
children. She said, 
“ We said that his leg was injured... I was afraid. I had not told 
(them). They would tease him. I had not told them. I had not told the 
teachers... I only told the close relatives. I had not told the 
neighbours and friends. I was afraid that they would look down on 
him. ” (EP2C426 
According to Bond (1986), when Chinese people communicate between causal 
friends, teachers and students, business associates, they would only talk about 
superficial topics. He also states that Chinese would be willing to disclose the 
facts and deep feelings only to a few people who are close to them. The results 
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of this study were different from that of the study conducted by Martinson et al. 
(1995) in South Korea where the child's diagnosis of cancer is not kept from the 
child, other family or friends; and the treatment information is shared within the 
family. 
Reaction to the disease 
The third category identified in the data was the reaction to the disease and six 
subcategories were identified. They were sadness; worries, guilt feeling, feeling 
distress during hospitalization, the reaction of parents at different stages of the 
disease; and physical responses to the illness. 
Sadness 
Amongst the common psychological responses of the parents, sadness was the 
most common response and it appeared throughout the disease process. The 
sources of their sadness were knowing the diagnosis of a life-threatening illness, 
and the suffering and possible imminent death of their child. Since the first 
diagnosis was so "sudden" to the parents, they were very sad when they knew 
the diagnosis. When the disease relapsed or when the parents learned that the 
child would live no longer, the parents were very sad to face the imminent death 
of their child. When the parents saw the procedures and side effects of the 
invasive treatment, they were sad because of their helplessness. One mother 
said, 
“ When I saw her suffering and I could not help her, I was so sad that 
nobody except myself knew to what extent it was. “ (EP1C186) 
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Worries 
Worries were another common psychological response reported by all the 
parents in this study. Their worries were associated with their children's 
diagnosis of cancer and the level of worry changed during the disease process. 
This included the treatment, side effects of the treatment, prognosis, relapse of 
disease. The parents in group A worried about the result of the surgery whereas 
the parents in group C worried about relapse. The parents of the hospitalized 
child worried about the care of the siblings at home. One mother said, 
“ The doctor said that she needed bone marrow transplantation since 
the chromosomes were dislocated. I was worry at that time... Nobody 
cared for the older daughter. I worried about the older daughter and 
younger daughter.., I was afraid and worry that there was something 
wrong with her." ” (BP3C8) 
Guilt feeling 
Feeling of guilt was also common. Two mothers in group B and the mother in 
group D expressed guilty feelings because they thought that they had done 
something wrong and they had not cared for their child well. Another mother in 
group B mentioned that she believed the cause of the cancer was because of 
taking medicine for a long period during pregnancy, but did not report guilt 
feeling. However, the period of guilt for these parents was short and data 
demonstrated no evidence that parents in this study blamed themselves or being 
blamed by their spouse or relatives. Moreover, one mother in both group C, D, 
and E reported that they felt guilty for not taking care of the siblings well. 
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“ The sibling was neglected by me. I neglected the younger child, I 
went to the hospital to accompany Yan... I seldom looked after her. 
My husband loved the younger daughter. He has guilty feelings for 
her. She (the younger daughter) needed to accommodate her sister 
(sick child). ” (CP2C64) 
Martinson et al. (1995) reported in their study that the guilty feelings of the 
mothers who have great responsibility with other siblings who also need her care 
was unmanageable, especially when she did not have close and intact support 
system from either family or relatives. 
Feeling distressed during hospitalization 
Feeling distressed during hospitalization of their child was reported by two 
working mothers in group E. Since their child had been sick for a long time with 
frequent hospital admissions, it was both mentally and physically exhausting for 
them to work during the day and look after their child all night. A mother 
described her feelings saying, 
“There should not have been so many children in one room... The 
most distress event was lack of sleep. My emotion was up and down.. • 
I needed to work at the time. I slept only two hours every night... ” 
(EP3C80) 
Palmer (1993) stated that admitting a child to hospital could often cause as much 
distress among the parents and the child. One of the disadvantages of being a 
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resident parent is that both mental and physical exhaustion can occur. Parents 
can also become too hospitalized, and neglect of their other children or roles in 
the family can result. Similarly, the parents in this study also reported same 
distress during hospitalization as stated by Palmer (1993). 
The reaction of parents at different stages of the disease 
The fifth subcategory was the reaction of parents at different stages of the 
disease. The reaction experienced by the parents on hearing their child's 
diagnosis ranged from shock, suddenness, feeling confused, disbelief, fear of 
relapse, feeling of guilt and grief Some parents said that they could not 
remember what the doctors said since they were confused at the time of first 
diagnosis. 
All parents in this study reported that their emotions changed according to the 
condition of their child Therefore, the parents in group B whose child was 
being treated and the parents in group C whose child had completed all the 
treatments and they resumed a normal life experienced less stress than either the 
parents in group A, D & E comparatively. A mother in group C described her 
feelings saying, 
“ I was not so afraid after the doctor ’s explanation... When I saw him 
staying in hospital, his appetite was improving…I was not so afraid 
at the time... My mood was better when I saw him better day by day 
and ate more and more. When he had fever, I was so worried that I 
could not sleep all night.., I felt happy (when the treatment completed) 
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since the chance of cure was bigger... I was happy when he was 
healthy. I was afraid when he had fever. I only worry that he would 
be feverish now (Fever is one of the signs of relapse).，，(CP1C26) 
Similar to the findings in the study of Martinson et al. (1997), they demonstrated 
that the stress level of the death of the child was the highest and the terminal 
phase of the child's illness and the diagnosis of cancer were rated the second 
most stressful periods. The reports of the parents in group E who experienced 
the phases of "diagnosis', "terminal', and “death，phase supported the findings 
in the study of Martinson et al. (1997). Moore & Mosher (1997) also reported in 
their study that mothers of children on therapy were significantly more anxious 
than mothers whose children had completed treatment which might be the 
different level of uncertainty. That was why the mothers in group A whose child 
was newly diagnosed of cancer were more anxious about the side effects and the 
effect of the treatment. 
Another emotion reported by the parents in group C was uncertainty. The 
children in group C had completed treatment and their parents expressed their 
happiness as well as feeling of uncertainty. The worry of relapse still occurred 
when survival was seen as probable but still not certain in those parents. The 
data from the study of Clarke-Steffen (1993) and Faulkner, Peace, & O'Keeffe 
(1993) also suggested that uncertainty was an important theme repeatedly 
affecting families with children with cancer. However, uncertainty was not 
found to be one of the major feelings among the parents in group A, B, D & E. 
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Amongst those parents whose child had died (group E), two of them reported 
that religion helped them to cope with the loss of their child very much. They 
received support from friends in the church and one mother said that she had 
experienced spiritual growth because of having a child died of cancer. The other 
mother in this group reported that it was a great pity that no one could help her. 
Moreover, she said that she did not want to talk about her son after his death as 
she believed that the grief would intensify and become unbearable when she 
mentioned it. She described her feelings saying, 
“It (my emotion) is worse when someone asks about this and when I 
think about this issue, I would feel better when nobody talks about it 
(the death ofmy son). ” (EP2C136) 
The findings in the study ofHazzard, Weston, & Gutterres (1992) demonstrated 
that parents with more social support after the death reported fewer atypical grief 
reactions. In the study of Taiwanese families following the death of a child from 
cancer by Gudmundsdottir (1996), the findings showed that regular or frequent 
visits to the gravesite or the temple where the ashes were kept were common 
since it meant continuing relationship between the family and the child's spirit. 
One mother in group E also reported that frequent visits her daughter's gravesite 
in the first year was helpful for her and her husband to grieve. 
The distress symptoms of the parents 
The sixth subcategory was the distress symptoms of the parents. The most 
common symptoms reported by the parents were anorexia, sleep disorders, as 
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well as weight loss. Similarly, the findings in the study of Martinson et al. (1995) 
and Martinson et al. (1997) indicated that the anorexia, sleep disorders, weight 
loss, dizziness, and headache were also the common symptoms reported by the 
mothers. However, no parent in this study reported symptoms of dizziness and 
headache. 
Relationships 
Relationships were the fourth category identified from the data in this study. 
The subcategories in this area were three. They were the relationship with the 
child with cancer，the relationship with well siblings, and the relationship with 
spouse. 
Relationships with the child with cancer 
All parents reported that their relationship with the child with cancer was either 
better or remained unchange. Parents spent most of their time taking care of the 
sick child and they were all distracted by the child with cancer Most of the 
parents said that they were often reluctant to discipline their child because they 
did not want to make the child unhappy which they believed could worsen the 
disease. They tried their best to satisfy their sick child and indulged him/her. 
One mother in group B reported that her daughter was disobedient and easily 
lost her temper after she was diagnosed of cancer. She said, 
“ I would not hit her." I am afraid that she would get bruise when I hit 
her... Since she was indulged and she was sick for so long time, her 
temper is worse than before. She is irritable... She does not obey 
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unless I scold her seriously. ” (BP1C258) 
Canam (1987) reported similar findings in her study of families of children with 
epilepsy, where parents were often reluctant to discipline their child because 
they did not know how much of the child's misbehaviour was due to the 
condition. Moreover, since cancer is a life-threatening illness, the parents were 
reluctant to discipline their child because they do not know whether their child 
can be cured. Therefore, although discipline was not an important issue for the 
parents during the illness, it may be have implications for the long-term 
survivors. 
On the other hand, all parents in Group E referred to their dead children as 
having been "very special' and took pride in describing what they saw as 
exceptional qualities of bravery and maturity. Similarly, the result in the study 
of Pettle Michael & Lansdown (1986) indicated that idealization over the dead 
child was common. 
Relationships with well siblings 
Six parents reported that their relationship with well siblings remained unchange. 
However, one mother both in group C & D confessed that they neglected the 
well sibling because they did not have spare time to look after them. One of 
them and one mother in group A reported that the well sibling became jealous of 
the sick child and complained of being neglected because all attention was paid 
to the sick child. One mother described her daughter's complaints saying. 
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“ She (the sibling) became very dependent... Many people sent her 
(the child with cancer) the gifts. Everyone concerned her more. In 
average, less concern and gifts were to the younger child... She (the 
sibling) scolded her sister and said that her sister admitted when she 
felt sick, and then mother would neglect her. She asked her sister not 
to be sick…She felt unhappy sometimes and complained that I did not 
look after her, ” (CP2C388) 
Similarly, the findings in the study of Chelser, Allswede, & Barbarin (1991) also 
demonstrated that the parents, in their distress, postponed attending to the needs 
of their other children. 
Regarding the parents' reaction to the grief of the siblings, one mother in group 
E reported that the sibling had asked her not to project anything of her dead sister 
onto her. Another mother in this group was not aware that her well child was 
mentally distressed after the death of his brother. She described her younger son 
saying, 
“ He (the sibling) appeared to be nothing wrong. However, he had 
seen Ms Chu (the social worker of Children ’s Cancer Foundation) 
several times. I felt that he was nothing wrong. He might be too little 
to understand,.. Kei (the sibling) was better. He always bit his fingers 
before but he was better after Ms Chu ’s persuasion. ” (EP2C140) 
Similarly, Devlin (1996) stated that many adults incorrectly believe that children 
do not grieve or that they recovered from bereavement more quickly. Parents 
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who do not attend to the surviving children's grief may prolong their 
bereavement and their grief may be complicated. Sourkes (1987) reported in her 
findings that the parents of a dead child tend to begin a replacement child 
process. In the replacement child process, parents project many of the attributes 
(both positive and negative) and responsibilities of the dead child onto a 
surviving sibling. This chosen child is often of the same sex, or nearest in age to 
the child who died. A replacement child process, whether insidious or overt, can 
dangerously preclude the possibility of the healing of bereavement within the 
entire family. This may explain the statements of one sibling in group E 
requested her mother not to project anything of her dead sister onto her. 
Relationship with spouse 
All parents except two parents in group E reported no change in their 
relationship with their spouse although two mothers in group A reported that 
they had less communication with her husband after her child's diagnosis of 
cancer and more arguments on the issue of caring for the sick child. One mother 
in group E reported that her relationship with husband was poor prior to the 
diagnosis of cancer of her son. Their relationship was worse during the illness of 
her son and they separated after the death of her son. However, this mother did 
not attribute the separation to the child's illness or death but viewed it as result of 
other problems which existed before the child was diagnosed with cancer and 
her diagnosis of nasopharyngeal carcinoma after the death of her son. Another 
mother in group E stated that her relationship with husband was poor when her 
daughter was alive. Their relationship improved after the disease recurred and 
after the death of her daughter. She thought that the relapse held them together 
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to fight for the disease. One mother in group A described her experience saying， 
“ We sleep separately. I sleep with two sons…He comes back late 
from hospital He goes to work in the early morning and I don ’t know 
when he leaves." We communicate less than before. ” (AP1C96) 
The literature contains conflicting findings about the effect of childhood cancer 
and death on marital relationships. Several studies agree that this experience 
contributes to marital distress (Kaplan et al., 1976; Lansky et al , 1978). It has 
been argued that a diagnosis of chronic illness in a child can have a negative 
effect on marital relationships (Sabeth, 1984). Lansky et al. (1978) concluded 
that parents did not become closer as a result of the child's illness and that the 
divorce rate was comparable with that of the overall rate. However, Stehbens & 
Lascari (1974) argue that childhood cancer is associated with an increased 
divorce rate, whereas Peck (1979) concludes that the diagnosis of cancer 
actually strengthens the marital bonds. Although there is no consensus on the 
effects of cancer on the marital relationship, there is no doubt that a child's 
chronic illness and death impact upon the marital subsystem and the entire 
family. However, the experience of strengthened marital relationship of one 
mother in group E was similar to the findings in the study of Chesler etal. (1991). 
The family may have the emotional and physical energy to learn and practice 
new ways of working together and increasing their closeness as long as the ill 
child is alive. If and when death occurs, some families may be able to maintain 
this newly found closeness and others may not. 
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Changes in family 
The fifth category emerged from the data was that of the changes in the family 
when a child diagnosed of cancer. Four subcategories were identified which 
were finance, job, role, and social life. 
Finance 
The first subcategory was finance. All parents reported that the expenses in the 
family increased because they needed to buy nutritional food and buy what their 
sick child wanted since they tried their best to satisfy their children and 
compensate for their suffering. Although the family income in four families was 
less as one parent had stopped working after their child's diagnosis of cancer, it 
was not described as causing major problems. All of them had applied to the 
Disability Allowance and had received subsidy from Government. These 
parents did not have problems to pay for hospital fees and continue the necessary 
treatment since medical costs in Hong Kong public hospitals are relatively 
low-cost This finding was different from that of the study conducted in China 
by Martinson, Su, & Liang (1993), where finance was the major problem 
reported by parents in China. 
Job 
Four parents in this study had stopped working due to the disease of their child, 
three of the fathers stopped working because their job was more flexible than 
that of their wives. These three fathers who had stopped working were a driver, 
a sales man and a business man, thus they became the main carer of the child 
with cancer. For fathers who did not stop working had taken leave or had to 
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reduce their workload to visit the child, when their child was diagnosed of 
cancer. However, parents in group C resumed their work after their child's 
treatment had been completed. 
Role 
Parents who did not have full-time employment outside became the main carer 
of the child with cancer. All parents had to make new arrangements during the 
child's hospitalization. Siblings in six families had to share more of the 
housework than previously and looked after themselves at home. Five siblings 
had to be cared for either by their relatives or neighbours when their sick siblings 
were admitted into the hospital. 
Social life 
All parents reported that they had minimal social life during their child's 
hospitalization. Eight parents said that they did not have any social activities at 
all because their attention was focused on their sick child. On the other hand, 
activities in the families and gatherings were also reduced to adjust to the 
situation of having a child diagnosed of cancer. The mother in group D said that 
she kept distance from her friends because she did not want to talk about the 
disease of her daughter repeatedly. She said, 
may not reply my friends even they page me now. Since I don ’t 
want to repeat the same information about my daughter�s disease to 
different people. I don V want to talk so much... Some friends call me 
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but there are some friends whom I don ’t want to keep in touch. ” 
(DP1C34) 
Parents and other family members typically altered their activity levels and 
schedules to accommodate the sick child's needs to some extent especially 
during the child's hospitalization. A certain level of social isolation then was 
common among families having a child with cancer. They reported they 
resumed normal social life after the treatment had been completed. 
Summary of the flndings obtained from parents' data 
The findings showed that the diagnosis of childhood cancer was a very 
threatening event for parents, which had consequences for the whole family. 
Most parents in this study had some knowledge about the disease except the 
causes of cancer. Some parents were reluctant to tell the truth to the children 
especially the impending death to dying children. The parents expressed their 
sadness, worries, guilt, and feelings of distress during their child's 
hospitalization. Interestingly, there was no evidence to show that the disease had 
negative effects on marital relationships. The care of siblings, however, was 
seen as a major problem among the families. Parents described the siblings as 
being neglected and being cared for by other people. Normal family life was 
disrupted. There were some changes, such as job, role of the family members, 
and social activities in the family especially during the child's hospitalization. 
Finance was reported as not a major problem for those families that was very 
different to the findings of Martinson et al. (1993). All parents reported that 
their emotions changed according to the condition of their child. The time of 
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first diagnosis, terminal phase of the child's illness and the death of the child 
were reported by the parents to be the most stressful periods. 
Children with cancer 
Ten children with cancer aged between 7 and 18 years were interviewed. The 
mean age was 10. There were five boys and five girls. Three children were 
interviewed in group A^  B & C, and one child as interviewed in group D (Please 
refer to Table 4 for sex and age of children in each group). Two children were 
diagnosed of Osteosarcoma and the other children were all diagnosed of Acute 
Lymphoblastic Leukaemia. Four children were the first bom in their family, five 
children were the second bom，and one was the fourth child in the family. 
Table 4 Sex and age of the children in each group 
Group M F Mean age 
A (Newly diagnosis within six months) 2 1 13 
B (Received treatment more than six months) 1 2 11.3 
C (Completed treatment within one year) 2 1 15.3 
D (Was not expected to live) 0 1 11 
- - Yd 
The data obtained from the children with cancer were analyzed under the 
following categories: 1) the impact of the knowledge of the disease; 2) being 
truthful; 3) reaction to the disease; 4) relationships; 5) adjustment after 
diagnosis. 
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The impact of the knowledge of the disease 
The first category identified within this group of participants was the impact of 
the knowledge of the disease. All children knew the diagnosis and treatment but 
only four knew the cause of their disease after diagnosis. All children did not 
have any previous knowledge about the disease. Significantly, only four 
children knew the prognosis of the disease. One child in both group A & B 
expressed their fear on being diagnosed at the beginning since they thought that 
cancer was an incurable disease. However, two children said that they did not 
want to think about the prognosis and know too much about the disease. One of 
them said， 
“ It is useless to know the prognosis... I haven ’t asked it and I don ’t 
want to ask... I don ’t want to think about it. Being unknown is better 
than being known. It can be said that not asking and unknown are the 
method of coping," (BC2C46) 
Similarly, the findings in the study of Claflin & Barbarin (1991) showed that 
knowing more about disease does not mean to induce fear. However, regarding 
the two children who did not want to know the prognosis and too much about 
their disease. Hinds (1990) indicated in her study that adaptive denial is the 
child's or adolescent's non-attending or controlled attention given to disease 
related events or information. She also stated that adaptive denial is not a 
pretending behaviour that they thought all is well when it is not; it is instead a 
purposefully limited heeding to well-intended information about their condition, 
or to actual changes in that condition. Adaptive denial is thought by Hinds 
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(1990) to be what keeps children and adolescents participating in the everyday 
activities that occupied them before cancer, and represents their ability to 
distract themselves from cancer. Hinds (1990) argues this may provide the 
explanation why some children chose not to know the details of their illness. 
Being truthful by parents 
The second category identified within this group of participants was being 
truthful. Six children in this study reported that they were told the diagnosis by 
their parents. Another child in group C described that he learned about his 
disease by reading his medical record and books because his father would not 
tell him about his disease and his father only told him the prognosis two years 
after the first diagnosis when he asked about it. Two children stated that they 
were told by the doctors and one child in group B reported that he was told the 
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diagnosis by parents of other children in ward. The child in group D who was 
not expected to live was not told about her impending death. One child in group 
B said 
“ I was shock at that time and then I thought that what the disease 
was... I was admitted in ward and the parents of other children told 
me. I felt Okay when I knew what this was.,. They told me about this 
disease... They told me not afraid and this illness could be cured.“ 
(BC2C192) 
The findings in the study of Hymovich (1995) demonstrated that when children 
with cancer realized that parents and health professionals avoided their 
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questions about treatments and prognosis, they turned to their peers with cancer 
for information and support. The findings in this study also demonstrated that 
children received the information from elsewhere when their parents did not tell 
them the truth, such as discussion with other parents or children in hospital, 
books and leaflets. This seems particularly relevant to the terminally ill children 
as their parents may not be able to bear the pain associated with talking about 
death to them in result of dealing with their fears and anxieties alone (Hymovich, 
1995). However, the only child in group D did not report that she had the 
feelings of death anxiety or fears. 
Psychological reaction to the disease 
The third category identified within this group of participants was the 
psychological reaction to the disease and the three subcategories identified 
within this category were fear, distressing feeling associated with treatment, and 
school life. 
Fear 
Fear was the first subcategory and seven children expressed feeling of fear in 
different areas. Four of them were afraid of the side effects of treatment and the 
invasive procedures such as venipuncture but one child was afraid of the relapse 
of the disease. The 11-year-old terminally ill (group D) girl described her 
feelings saying, "I am afraid of the insertion of heparin block into my hand”. 
However, this child was unwilling to express her other feelings to the researcher. 
One 11-year-old girl in group B said, “I am afraid of recurrence. I am afraid of 
injection." Two children in group C reported that they were happy to complete 
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the treatment but also worried about disease relapse. A 18-year-old boy in this 
group also reported that the highest degree of worries was at the first diagnosis 
and expressed his worries saying, 
“I am worried about relapse... The degree of worries would be 
reducing when time passed. I was afraid of repeating the years of 
treatment. I was afraid of injection, ” (CC1C146) 
The findings in this study were different from that of Valente (1991) and 
Hockenbery-Eaton & Minick (1994) who found that the pain and fear of 
invasive procedures, such as bone marrow aspiration, were major issues for 
children receiving treatment for cancer. Interestingly, children in this study did 
not report that they were afraid of bone marrow aspiration since they did not 
think that bone marrow aspiration was a painful procedure. This may be 
explained by the fact that the children in this study were well sedated prior to the 
procedure. On the other hand, the findings of this study are consistent with that 
of the study of Haase & Rostad (1994) who reported the experience of 
completing cancer treatment as that of two faces: one of celebration and hope, 
and one of uncertainty and fear. The aspects of fear indicated by Haase & 
Rostad (1994) are focused on recurrence of cancer, especially on resuming 
treatments and experiencing the side effects. Moreover, Greenberg & Meadows 
(1991) studied children five years after their diagnosis and found that their 
primary concern was recurrence but these concerns became a minority after five 
years. This finding was similar to the finding in this study in that the worry of 
relapse reported by a sick child in group C reduced as time passed. 
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Distress feeling associated with treatment 
The second subcategory was the distressing feeling associated with treatment 
which included side effect of chemotherapy, hospitalization and alopecia. All 
three children in group A, two children in group C said that the treatment was 
painful. This included the side effects of chemotherapy and the outcome of 
surgery for the children with Osteosarcoma. One child in group B reported that 
she hated her Hickman Catheter since some exercise such as swimming was 
restricted. She said, 
“ I dislike it (Hickman Catheter) because I cannot go to swim... My 
mother doesn ’t let me take the physical exercise session in school ” 
(BC2C34) 
Nine out of ten children in this study expressed their dislike of hospitalization. 
Most of the children said that it was boring to stay in hospital while a few 
complained that they disliked the diet and environment in hospital. A 7-year-old 
girl in group B said that it was miserable to be confined in the hospital". One 
child in both group A & B described their distress created by the alopecia. A 
18-year-old boy in group C expressed his distress saying, 
“ I was uneasy. I was not used to be watched by other people when I 
went out... I wore a hat. I neglected the eye sight of others. I felt 
uncomfortable. They looked at me as thoughts I was the monster.“ 
(CC1C80) 
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According to Hinds (1990), restriction of freedom could be physical, social，or 
psychological in nature. For example, the children in this study expressed their 
dislike of being hospitalized because of the physical restriction placed on them. 
Moreover, these children who experienced treatment-related alopecia may 
needlessly restricted themselves from social interactions with peers. The 
findings of the study by Kvist, Rajantie, Kvist, & Siimes (1991) indicate that 
alopecia is the most problematic disease-related event for the child. However, 
interestingly, only two out of ten children in this study perceived alopecia as a 
problem. 
School life 
The third subcategory within this group of participants was school life. Two 
domains within this subcategory which were the difficulties in returning to 
school and missing school life were identified. One child in group B and all 
three children in group C reported some difficulties when returning to school. 
These difficulties included catching up the homework at the beginning; physical 
difficulty in climbing up stairs in school due to her disease-related disability; 
and being teased by classmates and angry about disclosure of their diagnosis by 
the teacher. A 15-year-old boy gave description of his feelings and saying, 
“They (the classmates) called me cancer ’... / have asked Sir to keep it 
secret. I forgot in which occasion he disclosed this to my classmates 
with no reasons. I am very angry when I heard it... I did not want to 
have this disease also... I felt not be respected. I want to hit them very 
much... Some classmates asked me about my disease... They asked me 
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one by one and this was irritable. I did not want to think about this 
but they pushed me to talk about this... The school life was unhappy. 
My academic performance was worse than before. I was upset so 
that I could not pay attention in class. ” (CC3C354) 
The study by Ross (1989) demonstrated findings that children with leukemia 
were teased when they returned to school and being rejected by peers was a 
painful ordeal after completion of treatment. Hymovich (1995) indicated that 
rejection by those without cancer could lead to feelings of self consciousness, 
fear, mal-adjustment, and withdrawal. One child in group C who reported 
being teased by classmates was unhappy and planned to change schools. The 
findings in this study indicated the importance perceived by children of being 
treated normally. Rechner (1990) identified normalization, the behaviors used 
by individuals to overcome the effects of the illness, as the key to long-term 
social adjustment in adolescents with cancer. Since going back to school is an 
event that especially signaled return of normalcy, therefore it is the event for 
which the children regularly think about and plan. According to Martinson & 
Liu (1988), the relations between normalcy and returning to school is 
associated with older children and all three children in this study who reported 
missing school life were over 13 years old. 
Relationships 
The fourth category emerged from the findings was that of relationships with 
parents and well siblings. 
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Relationship with parents 
Two domains identified in this category were relationships with parents and 
siblings. In the relationships with parents, eight out of ten children in this study 
reported better relationships with parents after diagnosis. Another two children 
reported the relationships remained unchanged. However, all children 
described their parents' caring and loving them much more than before their 
diagnosis. Some children also appreciated having much more time to 
communicate with their parents during illness. One of the children said, 
“ They concern my health more... I always watch the football games 
with my father recently... We have talked much. She (mother) talked 
with me when I was staying in hospital I felt boring at that time so 
that she chatted with me. We have understood each other more. ” 
(BC2C112) 
The children with cancer became the centre of attention in the family after the 
diagnosis. All parents tried their best to look after these children. As a result, 
many children in this study said that the attention and care from parents 
increased. 
Relationship with well siblings 
In the relationships with siblings, six out of ten children reported that it was 
much better than before with two saying the relationship remained unchange. 
Only one child reported that the relationship with his sibling was worse since 
they had less time to meet each other. He described the relationship saying. 
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"It (the relationship with siblings) was getting worse. When I was 
home leave, they did not play with me when the first few days of my 
home leave since they were unfamiliar with me. ” (AC!CI60) 
The description of this sibling support the findings in the study of Martinson & 
Liang (1992) who highlighted the important effect on whether the sibling was 
able to visit the child in the hospital on their relationship. 
Adjustments after diagnosis 
The last category within this group of participants was adjustment after 
diagnosis. Two children in group B reported that their adjustments after their 
diagnosis of cancer. These adjustments were less outdoor activities organized 
by parents; changing of hobbies; and cancelling the plan of overseas studies. A 
13-year-old girl in group C described her changes saying: “ I like to play 
badminton and basketball previously but I like to play gameboy, chess, and 
drawing now.，，(CP2C222) The findings in this study demonstrated that 
children may need to alter their normal life and plans in view of the diagnosis. 
Extracurricular activities, especially contact sports like some ball games, may 
not be possible. 
Summary of the findings obtained from children's data 
In summary, children in this study had minimal knowledge about their disease 
especially the prognosis as their parents avoided disclosing it. Many children 
expressed their fear, feelings of distress associated with the invasive treatment, 
hospitalization, alopecia, and school life. It is hard to distinguish between the 
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distress caused by hospitalization and that caused by the illness itself; and 
between the effects of the illness and the medical procedures such as injections, 
and operations; or between the distress which might be caused by a separation 
from the child's family. Older children missed school life while one child was 
unhappy to return to school. Most of the children reported their relationships 
with parents and siblings better or remained imchange. Personal changes 
including less outdoor activities in family and changes in study plans and 
hobbies were reported by few children in order to adapt their illness. Similar to 
the findings from parents' data, children with cancer also reported 
psychological reactions due to hospitalization and invasive treatment 
consequently there were many changes in family. Thus, the children in group A 
& B were more stressful than those in group C. 
S i b l i n g s 
Eleven siblings aged between 7 and 20 were interviewed in this study. The mean 
age was 11.8. There were six boys and five girls including three in group A & B， 
two in group C & E，and one in group D (Please refer to Table 5 for sex and age 
of siblings in each group). 
After analyzing the data obtained from the siblings, five categories were 
identified which were the impact of the knowledge of the disease; being truthful; 
psychological reaction to the disease; changes in family; and relationships. 
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Table 5 Sex and age of siblings in each group 
Group F M Mean age 
A (Newly diagnosis within six months) 2 1 10.7 
B (Received treatment more than six months) 1 2 12.3 
C (Completed treatment within one year) 1 1 14 
D (Was not expected to live) 0 1 15 
E (Had died within the past two years) 1 1 9 
Tbtd r ~ 6 l O 
The impact of the knowledge of the disease 
The first category identified from the data was the impact of the knowledge of 
the disease. All siblings had the knowledge of the diagnosis but only two 
siblings had been told the cause of the disease. Three out of eleven well siblings 
did not know the treatment of the disease. However, one sibling in group B，C & 
D knew the prognosis of the disease. All the siblings interviewed did not have 
previous knowledge of cancer. The oldest sibling in group C aged 20 claimed 
that the information from the doctors was insufficient and he needed to search 
the information of cancer from the leaflets in hospital. He described his worries 
induced by lack of knowledge saying, 
“ Worries. Since I do not know this disease. This was the first time I 
came across this disease (cancer). I was lack of the knowledge. We 
needed to ask doctors everything. However, they answered me one 
question if I asked him one question. Therefore, we did not 
understand very much We knew more when we read the leaflets in 
the hospital. We did not concern about cancer before Ho got the 
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disease... We only knew that it was dangerous. ” (CS3C82) 
Similar to the findings in the study of Martinson & Wang (1996)，the data in this 
study indicated that the siblings had inadequate knowledge about the ill 
children's conditions. Many were unable to understand either the cause of the 
illness or why the children looked or behaved as they did. Some siblings had 
received information from the parents or ill children, and only the older sibling in 
group C who expressed his worries when he did not know about the disease had 
sought information on his own. The data from this sibling were similar to the 
findings from the data of parents that unknown about the disease would induce 
fear. According to the findings in the study of Brett & Davies (1988), the 
maturity of the siblings would affect their abilities to comprehend the situation at 
the time of diagnosis. In addition, understanding of cancer did not appear to be a 
concern to most of the siblings until they were between the ages of 10 and 14 
years. However, there were only two siblings aged below 10 in this study and the 
other siblings who did not know the treatment and causes of the disease were 
aged over 10. Thus, it seemed that understanding of disease was related to what 
the siblings being told rather than the maturity of the siblings. 
Being truthful 
Another important category to emerge from the data of this study was being 
truthful There were two subcategories within this category; firstly, being 
truthful by parents; and secondly, siblings avoiding asking the truth. 
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Being truthful by parents 
The findings in this study indicated that siblings of children had not been told the 
truth about the disease especially the prognosis. Only one out of eleven siblings 
in this study had been told all the things about his sick sibling's disease. Three 
siblings reported that they had not been told what they wanted to know because 
their parents were unwilling to answer the questions about the disease. One 
sibling expressed that he felt unhappy about not to be told the truth saying, 
“ They don ’t answer all the things... I had asked mother but she did 
not answer me... I was very unhappy that my mother did not answer 
my questions... Because I wanted to know the condition of my sister". 
She (mother) told me that she (her sick sister) was ill and nothing 
else.，，(AS3G22) 
Featherstone (1980) postulates that in families with chronically ill or 
handicapped children, parents keep information exchange with the siblings about 
the health condition to a minimum in order to decrease the likelihood of difficult 
questions that could threaten parents. According to the findings in the study of 
Featherstone (1980) and Anderson (1981), avoidance forms an integral part of 
many normalizing strategies of parents of chronically ill or handicapped children. 
However, authors such as Feathersone (1980) and Lazarus (1981) caution that 
avoidance can be very effective in meeting short-term difficulties for parents. As 
evidenced by their lack of knowledge about the illness, most of the siblings 
especially in group A & B were unaware of the long-term implications of relapse. 
It is possible, therefore, that the encouragement of limited disease-related 
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communication within the family may have served to meet the parents' 
perception of siblings' need for anxiety reduction through a denial-as-avoidance 
mechanism over the short term. In this regard, Koocher and O'Malley (1985) 
postulate that closed family communication about leukemia is a condition that 
will produce behavioral and emotional problems in the siblings of cancer patient. 
Avoiding asking the truth 
The second subcategory was avoiding asking the truth. Three siblings said that 
they had not asked about the disease. One sibling explained that he did not want 
to know too much while another two did not want to see their mother crying. 
One sibling in group E said that his mother told him his brother's impending 
death only few days before he died so that he could only guess at his condition 
but he had not asked during the illness. He said, 
“ I had not asked about it." I did not want to know (the disease)... I 
wanted to ask at the final stage. I wanted to ask few days before 
brother death. ( I did not ask) since mother always crying.“ 
(ES2C76) 
It was interesting to note that three siblings in this study indicated that they had 
not asked about the illness and they were not eager to know more about their 
brothers' or sisters' illness. Some literature such as Martinson et al. (1990)，and 
Carpenter & Levant (1994) report that children rarely asked spontaneous 
questions and leave it to their parents to initiate communication about their 
understanding and feelings. Chesler (1991) stated that many siblings avoid 
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asking questions, despite their need for information, simply because they fear the 
answers. Chesler also suggests that the siblings may consider the answers be 
terrifying if no one talks about these matters. Pettle & Lansdown (1986) 
indicated that excluding children from information seemed to be unsuccessful in 
reducing their pain, as clearly they sense that something was seriously amiss, and 
in the absence of age appropriate explanations, were prone to fantasia. The 
finding in this study of two siblings not wanting to see their mother crying 
supports that of Devlin (1996). Indeed, although some siblings knew that it was 
helpful to talk to parents and have them listen, they really did not want to go to 
their parents because they knew parents were still upset and they understood the 
pain such conversations caused their parents. 
Psychological reaction to the disease 
The third category identified was the psychological reaction to the disease. 
There were four subcategories that were loneliness; worries; imhappiness; and 
grief. 
Loneliness 
Nine siblings in this study reported that they experienced loneliness especially 
during the hospitalization of their sick siblings. Some younger siblings in this 
study said that they felt bored' since their mothers did not spend time with them 
during their sick siblings' hospitalization. This finding was similar to that in the 
study of Martinson et al. (1990)，where the feeling of loneliness emerged through 
separation from the parents due to the child's illness; and the powerlessness felt 
by the siblings, especially from not being involved. Byrne (1994) also reported 
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that the child with cancer was the focus of parents' and health-care 
professionals，attention, which often increased the insecurity and unhappiness 
experienced by other children in the family. Other authors such as lies (1979) 
and Kramer & Moore (1983) also argued that because parents spent time at the 
hospital or responded to the ill child's needs at home, siblings often felt 
overlooked or left out. The findings of previous studies contribute to an 
understanding the reasons of the siblings' intense feeling of loneliness in this 
study. 
Worries 
The second subcategory was the worries of the siblings. Eight siblings in this 
study reported that they worried although their worries were not the same due to 
the different stages of disease. One sibling in both group A and B worried that 
their sick siblings could be incurable" while two siblings in group A worried 
about the painful treatment and the outcome of the operation for the sibling of a 
child with Osteosarcoma. One sibling in group B worried about her school 
performance as well since nobody was available to help her with her homework. 
One sibling in group C worried that his sick sibling would be relapse. The only 
sibling in group D worried that his sister would die while one sibling in group E 
worried about finances in the family after the death of his brother. The sibling in 
group D said, 
“ I worry that my sister would be incur able …I worry about my 
school performance." I worry that my school performance would be 
worse and worse. ” (BSSC272) 
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Brett & Davies (1988) stated that worries about the disease and its implications 
began to occur to the siblings at ages of 10 and 14 years. The findings of this 
study suggesting nine out of eleven siblings had reported they had worries and 
the mean age of the siblings in this study was 11.8. The findings in this study 
also suggested a relationship between worries of the siblings and the stages of 
disease. Brett & Davies (1988) stated that the siblings would be aware that 
“something，，wrong with their sick brothers or sisters, but did not perceive the 
seriousness of the situation at the beginning. When they learned the seriousness 
of the diagnosis, they would understand the possibility of the ill child's death. 
The similar findings in this study suggested that the early responses described by 
the siblings when they knew the disease were fear of a poor prognosis for their ill 
brothers or sisters. The data in the study of Chesler (1991) demonstrated that 
siblings of children with cancer almost universally expressed worry and distress 
about the illness. Their concerns often were focused on their brother or sister's 
physical pain or emotional ability to cope with the illness and treatment. 
However, one sibling in both group B & C reported that their worries would be 
reduced as time passed and when their siblings were discharged. On the other 
hand, worries of painful treatment and outcome of amputation were another 
issues reported by the siblings in group A. This finding was supported by the 
data in the study of Kramer (1981) demonstrated that another source of stress for 
the siblings was the physical changes he saw in the ill child, as a result of the 
treatment. 
Unhappiness 
The third subcategory was unhappiness. Five out of eleven siblings reported that 
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they were unhappy about their brothers/sisters' illness since their sick siblings 
were “miserable，. One 8 years old sibling in group C also reported that she was 
unhappy and jealous because her mother always stayed with her sister in hospital 
and nobody played with her. One 10 year old sibling in group B expressed her 
extreme imhappiness about the changes in her family to adapt to the illness of her 
sister. She said, 
“ I was very unhappy. I want to take meals together with my family. 
They were not at home sometimes. I did not know where they went 
sometimes... I want her (Mother) to stay with me more.., I only felt 
angry but not with anybody…I felt boring at home... ” (BS3C172) 
The findings in this study support the findings documented by Doyle (1987) and 
Chelser (1991), in which a child with cancer naturally becomes the focus of 
family attention, so siblings feel isolated, resentful, jealous and guilt about the 
unequal distribution of parental attention or unequal application of family rules. 
Interestingly, no sibling in this study reported that they felt guilt. Although all the 
siblings understood that the reasons of their parents' time and attention, as well 
as the financial resources of the family, directed toward their sick siblings rather 
than toward their own needs, there were still two younger siblings reported to be 
unhappy and jealous. 
Grief 
The last subcategory was that of grief. Among the two siblings in group E，one 
boy said that he was sad and cried for 4-5 days after his brother's death but 
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another girl refused to talk about her deceased sister The boy reported that he 
did not feel sad during interview when he was interviewed two years after his 
brother's death. Davies (1988,1991) studied siblings' bereavement up to 3 years 
post-death and found that 50 percent of the siblings were nervous, unhappy, sad, 
depressed, or liked to be alone. Pettle et al. (1986) illustrated in their study that 
even two or three years after the death of a sibling a high percentage of children 
showed sufficient difficulties. However, According to Martinson & Papadatou 
(1994)，although siblings often developed academic, psychological, or social 
problems after the death of a brother or sister, these problems usually decreased 
with time. The findings in this study were different from other findings in the 
literature that may be due to the small sample size. 
Relationships 
The fourth category was that of the siblings' relationship with their parents and 
sick children. 
Relationship with parents 
Nine out of eleven siblings in this study reported that their relationship with 
parents remained unchange. In group B, one sibling reported that the relationship 
of family members improved since parents cared them more than before. 
Another two siblings in this group reported that their relationship with parents 
was worse because their parents could not spend time with them. They reported 
that the parental time and attention they received were inadequate to foster a 
good relationship. One of them said. 
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“ I seldom see mother. In these few days, daddy sometimes stayed in 
hospital overnight... Mother scolded me less but daddy scolds me 
more, I think that the relationship is worse. Since I have little time to 
stay with mother. ” (DS1C48) 
Relationship with sick siblings 
Regarding the relationship of well siblings with their sick brothers or sisters，one 
sibling in group B felt angry and jealous to the sick child while another sibling 
said that they communicated less than before. In contrast, two siblings said that 
it was better but one sibling in both group B & D said that it was worse. One 
sibling described the better relationship with sick child saying, 
“ The relationship with brother is a little bit better than before. I chat 
with him sometimes. We have more time to chat I went to 
accompany him in hospital when mother is busy sometimes. ” 
(BS2C70) 
The findings in this study demonstrate communication as an important element 
in a good relationship. However, the findings in this study was different from 
that of Chesler (1991), twenty out of twenty-one siblings commented that their 
family had grown closer together in some ways since their brother or sister had 
become ill. In contrast, Chelser documented that few siblings from families in 
which the ill child had died reported that their families had not grown closer. 
The findings in this study were different from that of the study of Chesler, there 
was no sibling in this study indicated any closeness in family after their siblings' 
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diagnosis of cancer and death. However, Kramer (1981) explained that an 
illness that separates the mother and well child threatens their attachment, the 
consistency of their relationship, and the child's sense of trust. Thus, an illness 
can have great impact of the relationships in the family. 
Changes in family 
The last category to emerge was that of changes in family. Two subcategories 
were identified within this category which were the roles of family members and 
home life. 
Roles 
The findings in this study demonstrated that family roles often changed when a 
child was diagnosed of cancer, especially during the sick children's 
hospitalization. Some families in this study, the father rather than the mother 
assumed a major parenting role. The siblings needed to take care themselves at 
home. Two siblings had moved to grandparent's home since their parents could 
not look after them. In some families, siblings adopted the mothering role of 
doing the housework. One sibling reported, 
“ Father did not work for a period at that time. He (the sick sibling) 
did not do the housework. We rotated to do the housework before. I 
remembered that he did not need to do at that time. We shared his 
responsibility. ” (CS3C240) 
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Home life 
The second subcategory identified was that of change in home life, many 
siblings especially in the group A & B in this study reported that the atmosphere 
at home was cool since parents always stayed in hospital and all family members 
were unhappy. One of them said, 
“ There was no atmosphere at all There was no warm atmosphere at 
home. Sister was always not at home. Parents were always not at 
home.,, (CS2C172) 
Similarly, all of the siblings interviewed by Freeman & Hagen (1990) also felt 
that their home life had changed in important ways because of their brother's or 
sister's illness. For example, the atmosphere at home typically was disrupted, 
and a pervasive sense of sadness seemed to affect many families. The data in the 
study showed that these feelings appeared to be especially prominent shortly 
after the diagnosis, when the sense of shock was greatest and the family was 
under maximum stress. 
Summary of the findings obtained from siblings' data 
In summary, the siblings in this study did not any previous knowledge of cancer. 
Most of them were not told the prognosis and some were angry about not being 
told the truth. Siblings also experienced loneliness, worries, imhappiness, and 
grief. Some siblings expressed their anger to the changes in families due to the 
adjustments to disease and jealous to the sick child. The changes in role and 
atmosphere at home were reported by most of the siblings. Generally, there was 
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little evidence in the findings that the disease had significant negative effects on 
the relationships between the parents and siblings since only a minority of the 
siblings reported a negative experience in their relationships. The psychological 
reactions of the siblings such as loneliness, unhappiness and the changes in 
home were related to the hospitalization of the sick child, thus, similar to parents, 
the siblings also experienced more stress during the newly diagnosis and 
intensive treatment phase of the disease. In addition, the worries of siblings 
were different according to the different stages of the disease. 
A comparison of the findings obtained from the parents^ 
and children's data 
Although the findings obtained from the groups of parents, children with cancer, 
and the well siblings were mainly concerned on five major areas (Please refer to 
table 6 for the major areas for analysis), some differences were found after 
analysis. Comparing the findings of each group, an important issue on lacking 
of communication between parents and children emerged. 
Most parents within all groups were reluctant to tell the truth to the children 
because they thought that it was unnecessary and the children were not mature 
enough to understand the situation. However, the data from children 
demonstrated that most of the children had considerable knowledge about the 
disease. Indeed, children knew about their disease although their parents had 
not disclosed the information. The children obtained the knowledge from 
overhearing in hospital, and medical staff; and the older children got the 
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information from books and leaflets. Therefore, not telling was not a protection 
to the children as expected by the parents. As a result of lacking open 
communication in the family, the children's feelings had not been 
acknowledged and their worries or fear had not be reduced. Indeed, in most of 
the situations, children wanted to be told what was happening and involved in 
the family discussion. 
In addition, parents did not express their feelings to the children so that there 
was much misunderstanding between them. For example, the well siblings did 
not understand that their parents were still veiy concerned about them in spite of 
their parents' lack of time to look after and accompany them. This was true to 
their parents not openly expressing their concerns and love for them. 
Sometimes parents did not tell their feelings to children because they did not 
want to worry or frighten their children, however, children still could sense the 
changes in the family. Furthermore, because there was no open commimication 
in family and they did not want to irritate their parents, children did not express 
their feelings, Bluebond-Langer, Perhel, & Goertzel (1991) and Hall (1997) 
identified the "mutual pretense" or conspiracy of silence that children and 
parents develop, limiting their communication with one another. Consequently, 
children appeared to become isolated from parental support. 
Another interesting finding to emerge from the comparison of the data from the 
children and parents was the parents' beliefs that children were too young to 
understand life and death and children did not have any feelings about this issue. 
Parents in group E did not think that well siblings would be very sad and they 
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thought that children would recover from grief quickly because they would 
forget their sadness easily when they were playing. Nevertheless, the findings 
in this study showed that children experienced their own feelings at different 
stages of the disease and they could understand life and death according to their 
cognitive development. Parents were not sensitive to the feelings of the children 
and did not acknowledge these feelings so that some children complained of 
being neglected and were reported to have behavioral problems by parents. 
Scaefer (1988) & Millard (1996) also documented that children and adults often 
experience the same feeling at the same time, and they should be treated like 
people and given the same concern that give anyone else. 
Furthermore, when comparing the data obtained from children with cancer with 
their well siblings, some important findings emerged. Although both the 
children with cancer and the well siblings experienced similar psychological 
distress when the children were diagnosed with cancer, there were some 
differences the distress they experienced. The well siblings seemed to be more 
sensitive to and were affected by the changes in the family which were caused 
by the illness, for example, the atmosphere in the family, and the role changes. 
There was no children with cancer reported that their relationships with parents 
were affected by the illness. However, well siblings, when comparing their 
relationship with that of the child with cancer had experienced negative 
relationships with parents. Finally, when comparing the data obtained from 
parents and children at different stages of disease, their responses were 
corresponding. 
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Table 6 The major areas for analysis 
Participants Major areas concerned 
The impact of Being truthful Reaction to the Impact of the Changes in family 
the knowledge about the disease disease on the or particular 
of the disease disease family members after the 
relationships child diagnosed of 
cancer 
Parents The impact of the Whether they are 1) Psychological Whether there 1) Changes in the 
knowledge on the willing to tell the reaction are impacts of the family finance 
diagnosis， disease to - sadness disease on their 2) Changes in 
treatment, children, - worries relationships their job 
prognosis and relatives and - feeling of guilt with spouse, 3) Changes in the 
cause of the other people - feeling child with cancer, roles of family 
disease distressed the well siblings members 
during of the sick child 4) Changes in 
hospitalizat- their social life 
ion and the family 
2) The reaction at activities 
different stages of 
the disease 
3) Physical distress 
symptoms 
Children with l)The impact of l)Whether they - fear Whether there Personal changes 
cancer the knowledge on are being truthful - distress are impacts of the after their diagnosis 
the diagnosis, about the disease feelings disease on their and adjustments to 
treatment, by parents associated with relationships the disease 
prognosis and 2) Whether they treatment with parents and 
cause of the have been told - school life well siblings 
disease what they want to 
2) The source of know 
the knowledge 3) Whether they 
had asked about 
it or they did not 
want to know 
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The impact of Being truthful Reaction to the Impact of the Changes in family 
the knowledge about the disease disease on the or particular 
of the disease disease family members after the 
relationships child diagnosed of 
cancer 
Well siblings l)The impact of 1)Whether they _ loneliness Whether there 1) Changes in 
the knowledge on are being truthful - worries are impacts of the their roles after 
the diagnosis, about the disease - unhappiness disease on their their sick 
treatment, by parents - grief relationships siblings' 
prognosis and 2) Whether they with parents and diagnose of 
cause of the have been told sick child cancer 
disease what they want to 2) Changes in 
2) The source of know home life due 
the knowledge 3) Whether they to the disease 
had asked about 





In this chapter, issues about limitations of this study, implications for nursing 
practice and recommendations for practice and further research as well as 
conclusion of study will be addressed. 
Umitations 
There are some limitations in the methodology used in this study in particular in 
identifying the target participants who fit the characteristics and criteria, as well as 
willing to take part in the study, deciding on the data collection method，and data 
analysis. The first limitation was identifying the target participants. There was 
much difficulty in recruiting families to participate in group D. Since the child in 
group D was terminally ill, the parents were too sad and the child was too weak to 
be willing participants. Moreover, the siblings in one family both in group C and 
E were reported by their parents as being unwilling to be interviewed. The 
researcher did not have chance even to explain the purpose of this study to them 
because the consent from parents could not be obtained. Furthermore, the 
majority of the children with cancer in this study were diagnosed with leukemia. 
Just two children were diagnosed with osteosarcoma. Those two children were 
recruited, because there were difficulties in recruiting participants of the same 
diagnosis, in order to ensure that families and children from different stages were 
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Studied. The impact of the disease on the families might be different because of 
the difference in treatment modalities of different types of cancer. 
Another limitation related to interviewing the participants. Although the 
participants were planned to be interviewed individually, the presence of others 
could not be avoided on some occasions. Some of the families in this study lived 
in public housing with no private rooms. It was almost inevitable that the parents 
wanted to stay with their children when the researcher was interviewing the 
children or vice versa. More than one other person's presence appeared to alter 
the freedom of questioning, the participant's responses to a certain extent and 
sometimes it was not easy to discourage others from joining in the conversation. 
There were times when the interviews became a three-way conversation. Even 
when the other people did not speak, they still managed to communicate what they 
felt by means of their body language. The replies were constantly being monitored 
by the participants and the significant others during interviews, particularly at 
children's interviews. 
In addition, since the researcher was a novice in this kind of interviews her 
interviewing skill was not the most competent, especially at the beginning. 
However, the skill did improve in the later interviews when the researcher gained 
more experience and practice. Interviewing children was another challenge for the 
researcher because interviewing children was different from interviewing adults. 
Use of alternate data collection techniques with younger children, such as puppet 
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playing, storytelling or drawing could be desirable for future studies, in order to 
elicit more information about events and emotions children find difficult to talk 
about. Building rapport is also very important in interviewing children. 
Longitudinal studies, studies that permit the researchers to have greater access, or 
more innovative techniques that can capture the interest of children of various 
ages, may prove to be helpful and effective. 
Furthermore, it was the issue of translation. The participants were all interviewed 
in Cantonese, and some terms used by the parents were difficult to translate into 
English because of the differences in the cultural and linguistic context. When 
there were some special terms such as the issues related to religious beliefs and 
Chinese tradition medicine emerged in the interviews, the researcher attempted to 
overcome the translation problem by consulting literature on these topics and 
discussing with someone who were familiar with these topics. Despite the efforts, 
certain barriers still exist in capturing the essence of the meaning and spirit in 
what was said. 
The last limitation was the skill of data analysis. In this study, the data analysis 
was guided by the interview schedules, so the categories were elicited from the 
questions in the interview schedules. On reflection as the researcher lacked 
experience in qualitative data analysis, this may have limited the development of 
categories from the data. More refinement of categories and analyzing each 
family separately would enhance the level of conceptual analysis. 
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Implications for nursing practice 
The purpose of this chapter is to review the key findings of this study to provide 
guidance to improve the complex continuous psychosocial care that nurses provide 
for the children with cancer and their families at different stages of the disease in 
Hong Kong. The implications for practice include providing information, public 
education, understanding and communicating with children, telling the truth, 
facilitating communication within the family, long term follow up, palliative care 
and bereavement counselling. 
Providing information 
The parents and children in this study did not have previous knowledge about 
cancer. Thus, they did not have awareness about the signs and symptoms of the 
disease so that they felt shocked when they heard the diagnosis. The pediatric 
oncology nurse should understand the feelings of fear and worry of the child and 
the family which are caused by ignorance and provide information about the 
disease such as how the disease might come about, treatment, prognosis to them at 
an early stage after diagnosis. 
Public education 
The results of this study show that some parents and children experienced feelings 
of discrimination by other people. For most people cancer remains a fear 
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provoking word that equates with death so that they are frightened on hearing 
about cancer and so were the parents in this study. Moreover, in this situation 
many people simply do not know what to say, and so they avoid the person and 
their family. Children in such circumstances may revert to teasing and making 
unpleasant jokes. Children and their families often do not understand that the 
negative behavior they see from those around them is bom of ignorance and 
embarrassment rather than of anything else (Faulkner et al, 1996). Therefore, 
health education about childhood cancer is needed for the public. Nurses have a 
significant role in ensuring that health education about cancer reaches all sections 
of the community and those families understand and can use the information for 
the benefit of the health of their children. 
Understanding and communicating with children 
Nursing children requires an understanding not only of their illnesses and medical 
conditions, but also of the social，psychological, and developmental influences 
that affects them. Children are not just small adults; they have special and 
changing requirements as they grow, and they make varying demands at different 
stages of their lives (Moules & Ramsay, 1998). When considering the long-term 
or short-term treatment of children, nurses need to be aware that each child is an 
individual with a personal trajectory of development. Their individual differences 
should be an integral part of nursing management, as the children are unlikely to 
correlate simply with chronological age. 
109 
Children's beliefs about illness, death and how the body works are part of their 
social, cultural, and learning background (Moules & Ramsay，1998). Children 
require explanations that are appropriate to their level of conceptual 
understanding; the language and the methods of commimication used need to fit 
the child's age, ability, and experience. Nurses should try to understand attitudes 
within the child's family and culture so that information can be integrated with 
previous knowledge. 
Telling the truth 
Within the professional belief system of nursing, truth is the rightful possession of 
all patients but especially so for those who are dying. The truth may help patients 
to have a better death; without it, they could be relegated to a lifestyle that is 
qualitatively less than what it could be otherwise (Hinds, 1995). Truth telling is 
highly regarded as an ethical principle for nursing care. As stated by Kubler-Ross 
in 1983, it is continually believed nowadays that all patients have the right to 
know, but not all patients have the intention to know. However, truth telling is a 
complex process and it can be difficult to identify the needs of children and their 
families to know the truth about their disease. Nurses certainly ought to continue 
practicing the principle of truth-telling but should know that truth-telling may be 
best practiced not as a fixed criterion, and practiced in ways that allow the patient 
to know that he/she can choose truth-telling or he/she can choose otherwise. The 
finer points include being able to speak the truth with compassion and knowing 
when to be silent. Moreover, nurses should explore with the children on what they 
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really want to know and allowed to share their worries and have the opportunity to 
ask questions. If the parents can permit health professionals to talk with their 
child about the topics that they cannot face，they are recognizing that their child 
has separate needs from their own, which should be met. 
Facilitating the communication within the family 
The data in this study demonstrated the lack of communication within many of the 
families. Family communication patterns appear to be critical in determining how 
well the family cope with the illness (Faulkner, Peace, & O'Keeffe 1996). Nurses 
can help to facilitate open communication within the family. A more open 
approach will allow individual family members to share their concerns in an open 
way. Families can be encouraged to talk to each other about their fears and 
feelings to counteract isolation and gain strength by facing difficulties together. 
Nurses should also know how to identify those families in which there are many 
barriers to commimication such as denial, differential coping and conflict and 
refer them to appropriate resources. 
Long-term follow up 
The prognosis of children with cancer has changed and more children will live 
longer. The data from the participants in group C in this study show that parents' 
fears for their children include outcomes of treatment and the long-term 
consequences of that treatment. Long-term survivors may not adjust well in 
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psychosocial spheres to the physical ravages of disease and treatment. Systematic 
long-term follow up care for both the medical and the psychological needs of 
childhood cancer survivors and their families is needed. It is also possible to 
minimize the long term effects of psychosocial consequences of childhood cancer 
by routinely attending to psychological needs in the same way that medical needs 
are addressed. Therefore, pediatric oncology nurses must evaluate their role in 
assessment and family education, ensuring that awareness of the potential effects 
of disease and treatment and the need for comprehensive follow-up is increased. 
Palliative care and bereavement counselling 
Although there is a great need for care of the dying child and his/her family, 
currently limited services are being provided for children with cancer in Hong 
Kong. Providing holistic care including physical, psychological, social，and 
spiritual care for the terminal ill child and his/her family can meet the needs of the 
child who is not expected to live. To be able to support and care for dying 
children and their families, nurses should be sensitive to the child's understanding 
of what death means so that questions can be answered appropriately for the 
child's conceptual level. Communication with children about death requires 
openness and information when children ask questions and also requires nurses to 
be aware of children's non-verbal cues. Nurses may need to raise the topic gently 
with children who are reluctant to ask about what they already fear. Similarly, 
parents and siblings may require support and encouragement to talk about the 
impending death of the child. After the child's death, they should be encouraged 
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to return to talk about their loss and the final stages of life when they are able to. 
Parents and siblings should not be forgotten after the death of their child. 
Bereavement counselling may be necessary in the community or at the hospital to 
help parents acknowledge their loss. 
Recommendations for practice and further research 
On the basis of the data obtained in this study and the summary of findings above, 
it is possible to make a series of recommendations for practice and further 
research. This study highlighted the impact of childhood cancer on children with 
cancer and their families at different stages of the disease. There are still great 
many areas in need of research about the relationships between the behavior 
changes of the children and the disease, coping strategies of the family members, 
and family relationships. Behavior changes should be identified for all children as 
they progress through each developmental stage along with positive support from 
their parents and health professionals. 
Although this study did not identify depression and social support directly, the 
findings suggest this kind of research is warranted to find out whether increasing 
social support leads to less stress and guilt and a faster recovery from 
bereavement. Further studies should also include the experiences of other 
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members of the immediate and extended families, such as both parents of the 
affected child and grandparents to obtain a more comprehensive view of the 
impact of childhood cancer on the family. 
Moreover, a study is recommended to evaluate the influence of Chinese mortuary 
practices on the grief experience of the family and the bereavement process of the 
Chinese families in Hong Kong since there were no previous studies in this area 
locally. This is particularly documented in the research conducted by 
Gudmundsdottir, Martinson & Martinson (1996) in Taiwan. The results indicate 
that traditional practices and ftmeral rituals influence the grieving process for 
families. It would also be interesting to compare the grief reactions of families 
which minimized the rituals at the simplest to those where the rituals were more 
elaborate. 
The final recommendation relates to practice that suggests the development of a 
pediatric hospice as well as a home care program for terminally ill children. 
These programs should be established and educational programs for pediatric 
hospice care practitioners are needed. It is both feasible and desirable for parents 
who wish to assume responsibility for total care of their child to do so at home 
with the support and guidance of a team of health care professionals who are 
available 24 hours a day. 
114 
Conclusion 
A diagnosis of childhood cancer constitutes a catastrophic family crisis that 
critically challenges the existing adaptive capabilities of the entire dynamic system 
and its individual members. The findings in this study showed that most of the 
parents and children did not have any previous knowledge of childhood cancer. 
Parents were hesitant to tell their children about the truth especially the prognosis 
and the impending death. Parents described their experience of sadness, worry, 
guilt, and feelings of distress during their child's hospitalization. Children also 
expressed their fear, distress feelings associated with the invasive treatment, 
hospitalization，and school life. There was no evidence to show that the disease 
had negative effects on marital relationships and parent-child relationships. 
However, the care of siblings became a major problem for these families. A 
number of siblings expressed their anger and jealousy to the sick child. 
Behavioral problems were reported by some parents. Normal family life was 
disrupted and there were some changes such as employment situation, role of the 
family members, and cessation of social life in the family. However, finance was 
not a major problem for the families in Hong Kong. Personal changes were 
reported by both the parents and children. The comparison between the data from 
parents and children showed that although the parents did not tell the truth, 
children still knew much from other sources; parents did not know the 
developmental stage of the concepts of their children about sickness and death; the 
distress of children with cancer and well siblings were different The needs of the 
families shifted at different stages of the disease. Through a better understanding 
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the experience of the families at different stages of the disease and awareness of 
the impact of the child's illness on different members of the family, appropriate 
intervention and support for the entire family - health care providers can 
contribute towards minimizing the negative effects of childhood cancer and assist 
the family in coping and achieving a higher quality of life, despite it all. 
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Interview schedule for parents in Group A，B，C & D 
1. Please tell me something about your child's disease. 
Prompts: When did your child diagnose the disease? 
What had you been told? 
To what extent do you know about the disease? 
What events led to the diagnosis? 
2. To what extend did you tell the truth to your spouse, children, other family 
members, and friends? 
Prompts: Do you think that your child knew his/her disease? 
Have you discussed with your child having cancer, his/her siblings, 
other family members, and friends about the disease and prognosis? 
What did you tell your spouse? 
What did you tell your children? 
What did you tell other people? 
3. What are the reactions of you and your family members when your child was 
diagnosed of cancer? 
Prompts: What were your physical responses to the diagnosis and/or relapse? 
What were your psychological responses to the diagnosis and/or 
relapse? 
What were your reactions during the treatment? 
What were your feelings now? 
What was the most difficult time for you up to now? 
4. How you and your family members adjusted to the situation? 
Prompts: What had changed the most for you, your spouse, and your children? 
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5. What was the impact of the disease on your relationship with your spouse and 
other family members? 
Prompts; What was the impact of the disease on your relationship with your 
children? 
What was the impact of the disease on your relationship with your 
spouse? 
6. What changed in the roles of your family members? 
7. What was the impact of the disease on your and your spouse's work? 
Prompts: Did you or your spouse have a certain period of time when you 
could not work? 
8. What was the impact of the disease on your social life? 
Prompts: What was the impact of your child's disease on your own social life? 
What was the impact of your child's disease on the social life in 
your family? 
9. What was the impact of your child's disease on the finance in your family? 
Prompts: What was the impact of your child's disease on the family income? 





3. Occupation of interviewee and spouse 
4. Living environment: The area of the house 
Rent/Buy 
Private/ Public 
5. Educational level of interviewee & spouse 
6. Religion 
7. No. of family members 
8. No. of children and their age 
9. Total family income 
10. Who is the main carer? 
11. The diagnosis of the child 
12. Date of first diagnosis/ completion of treatment 
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Appendix II 
Interview schedule for parents in Group E 
1. Would you please tell me something about your child's disease? 
Prompts: When did your child diagnose the disease? 
What had you been told? 
To what extent do you know about the disease? 
What events led to the diagnosis? 
2. To what extend did you tell the truth to your spouse, children, other family 
members, and friends? 
Prompts: Do you think that your child knew his/her disease? 
Have you discussed with your child having cancer, his/her siblings, 
other family members, and friends about the disease and prognosis? 
Have you discussed with your child having cancer, his/her siblings, 
other family members, and friends about the disease, prognosis，the 
impending death, and the death of your child? 
What did you tell your spouse? 
What did you tell your children? 
What did you tell other people? 
How did you explain the death to the well siblings? 
3. What were the reactions of you and your family members when your child 
was diagnosed of cancer? 
Prompts: What were your physical responses to the diagnosis and relapse? 
What were your psychological responses to the diagnosis and 
the relapse? 
What were your reactions during the treatment? 
What were your reactions when your child was dying? 
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What were your reactions after your child died? 
What were your feelings now? 
What was the most difficult time for you up to now? 
4. How you and your family members adjusted to the situation? 
Prompts: What had changed the most for you, your spouse, and your children? 
5. What was the impact of the disease on your relationship with your spouse and 
other family members? 
Prompts: What was the impact of the disease on your relationship with your 
children? 
What was the impact of the disease on your relationship with your 
spouse? 
6. What changed in the roles of your family members? 
7. What was the impact of the disease on you and your spouse's work? 
Prompts: Did you have a certain period of time when you could not work? 
8. What was the impact of the disease on your social life? 
Prompts: What was the impact of your child's disease on your own social life? 
What was the impact of your child's disease on the social activities 
in your family? 
9. What was the impact of your child's disease on the finance in your family? 
Prompts: What was the impact of your child's disease on the family income? 
What was the impact of your child's disease on the expenses? 
10. Would you tell me your experience with your child's death and the funeral? 
Prompts: How about the funeral? 
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11. What was the impact of the death of your child on you and your family 
members? 
Prompts: What could help you grieve? 
12. How you and your family members adjusted to the death of your child? 
Prompts: What were the changes in your family after the death of your child? 
What is your future plan? 
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Appendix III 
Interview schedule for the child with cancer in Group A & B 
1. Please tell me about your disease? 
Prompts: What's wrong with you? 
Does the illness have a name? 
How you got it? 
What is the prognosis? 
2. What have you been told? 
Prompts: Who told you about this? 
Have you told what you want to know? 
3. What were your reactions to the disease? 
Prompts: What were your reactions when you were newly diagnosed and now? 
What were your feelings of staying in hospital? 
What were your feelings during the treatment? 
What were your feelings now? 
What was the most difficult time for you up to now? 
4. What was the impact of the disease on your relationships with your family 
members? 
Prompts: What was the impact of the disease on the relationships of your 
parents? 
What was the impact of the disease on your relationship with your 
parents? 
What was the impact of the disease on your relationship with your 
siblings? 
5. What were the changes in your family after you got the disease? 
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Prompts: What was the impact of the disease on your and your family's social 
life? 
What was the impact of the disease on the finance in your family? 





3. Educational level 




Interview schedule for the child with cancer in Group C 
1. Please tell me about your disease. 
Prompts: What's wrong with you? 
Does the illness have a name? 
How you got it? 
What is the prognosis? 
2. What have you been told? 
Prompts: Who told you that? 
Have you told what you want to know? 
3. What were your reactions to the disease? 
Prompts: What were your reactions when you were newly diagnosed? 
What were your feelings of staying in hospital? 
What were your feelings during the treatment? 
What were your feelings after the completion of treatment? 
What were your feelings now? 
What was the most difficult time for you up to now? 
4. What was the impact of the disease on your relationship with your family 
members? 
Prompts: What was the impact of the disease on the relationships of your 
parents? 
What was the impact of the disease on your relationship with your 
parents? 
What was the impact of the disease on your relationship with your 
siblings? 
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5. What were the changes in your family after you got the disease? 
Prompts: What was the impact of the disease on your and your family's social 
life? 
What was the impact of the disease on the finance in your family? 
What was the impact of the disease on the roles of your family 
members? 
What were the differences in your family after the completion of 
treatment? 
6. What was the situation of going back to school? 
Prompts: What were your feelings to go back to school? 
Was there any difference of school life? 
How the teachers and schoolmates treat you? 




3. Educational level 
4. Time period from first diagnosis of cancer 
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Appendix V 
Interview schedule for the well siblings in Group E 
1. Tell me about your brother' s/sister，s disease. 
Prompts: What's wrong with he/she? 
Does the illness have a name? 
How he/she got it? 
When did he/she die? 
2. What have you been told? 
Prompts: Who told you that? 
Have you been told the impending death of your sibling? 
Have you been told the death of your sibling? 
Have you been told what you want to know? 
3. What were your reactions to the disease and death? 
Prompts: What were your reactions when you knew that your brother/sister 
was diagnosed? 
What were your reactions when you knew that your brother/sister 
relapsed? 
What were your reactions when you knew that your brother/sister 
was going to die? 
What were your feelings during the treatment? 
What were your feelings when your sibling died? 
What were your feelings after your sibling's death? 
What are your feelings now? 
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4 What was the impact of the disease and death on the relationships among your 
family members? 
Prompts: What was the impact of the disease on the relationships of your 
parents? 
What was the impact of the disease on your relationships with your 
brother/sister? 
What was the impact of the disease on your relationships with your 
parents? 
5 What were the changes in your family after your brother/sister got the disease? 
Prompts: What was the impact of the disease on your and your family's social 
life? 
What was the impact of the disease on the finance in your family? 
What was the impact of the disease on the roles of your family 
members? 
6. What were the changes in family after your sibling's death? 
Prompts: What the impact of your sibling's death on the family life? 
7. Would you tell me your experience with your sibling's death and the funeral? 
Prompts: What happened during the dying process? 
What do you think about death? 
How about the funeral? 
8. How you and your family members adjusted to the death of your siblings? 
Prompts: What were the changes in your family after the death of your sibling? 
What can help you grieve? 
What is your future plans? 
Demographic data 1. Sex 2. Age 3. Educational level 
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Appendix VI 
Sample of Field notes 
Participant Code # GEPar2 & GESib2 
TnterviewDate: 26/09/97 
T/^cfltinn of interview: The dining room at home 
People present: 2 (the participants) 
Description of environment:�200 sq. ft. public housing with no private room and 
tidy 
Nonverbal behaviour: 
A. Parent's interview 
Starting Time: 1900 Bnding Time： 2050 
-Sibling was sitting beside her mother and she was doing her homework during 
her mother's interview 
一 Mother was expressive and did not avoid talking in front of the sibling 
—Mother would answer the questions of her daughter about the homework 
sometimes during her interview 
- N o one can take care the sibling and she could not leave at that moment 
--Mother was sad but did not cry when she was talking about the distressing 
experience 
B, Sibling's interview 
Starting Time: 2050 Rnding Time： 2115 
-Sibling was reluctant to answer questions when her mother was present 
~ She would not answer the questions of researcher about her deceased sister or 
she would answer, “I don't know". 
一 She initiated talk with researcher when her mother went to toilet 
一 She was willing to talk about her school life and hobbies 
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~ She refused to draw picture 
-Mother would add asides and commentary when the sibling did not respond, e.g. 
‘‘She does not like to talk about her sister” 
~ She was calm and not sad 
~ She refused to be interviewed alone when the researcher invited her to be 
interviewed alone next time 
i 
i 







Application letter for approval to the Ethical Committee in University 
THE CHINESE UNIVERSITY 
I OF HONG KONG f j ^ ^ 香 港 中 文 大 學 
FACULTY OF MEDICINE 醫 學 院 護 理 學 系 
DEPARTMENT OF NURSING 肯子 ，王一子 f 
ROOM 538 SINO BUILDING, 崇 基 學 院 信 和 樓 五 二 八 室 CHUNG CHI COLLEGE i ^ ^ J ^ ^ J I � � ^ - ^ � � ^ 宏 � 新 臾 . 外 田 SHATIN, NT, HONG KONG. ^ ^ 香 港 • 新 界 • /少田 
Miss Lin Kwok Yin 
Date: 1st November ,1996. 
COS 
Department of Pediatric, 
Dear Dr. Fok, 
Application for approval for access to carry out research 
I am a student of Master ofPhilsophy in Nursing, and studying in Department of 
Nursing of Chinese University of Hong Kong. I am planning to undertake a research 
study of the impact of childhood cancer at different stages of the disease on Hong 
Kong Chinese families. I would be grateful if I could access the children with 
cancer and their families in Children Cancer Centre of Prince of wales Hospital. 
The details of the research are enclosed for your attention. If you have any queries, 
please contact me. 
Your attention to this matter will be greatly appreciated. I am looking forward 
to receiving your reply in the near future. 
Yours faithfully, 
Lin Kwok Yin Ftic1 
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i Appendix VIII i I 1 A drawing from a child with cancer in Group B 
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Appendix IX 
Sample of transcript 
Participant: A mother from the family in group D (The child with cancer was terminally 
ill and was not expected to live) 
Location of interview: Ward 
Date: 10-12-1996 
Time: Evening 
Duration of interview: 1 hour and 45 minutes 
D = Group I = Interviewer (Researcher) C = Client 
II Tell me something about your daughter's disease. 
C2 She had some sign and symptoms during the last Lunar New Year. However, 
we did not have the knowledge of this disease before. We took her to see doctor 
on 23-2-96. The doctor told me that my daughter might have leukemia when he 
saw the sign and symptoms. We went to the laboratory to check blood next day 
morning. The blood result was same as what the doctor suspected. She was 
admitted in the afternoon. Bone marrow aspiration was done on 1-3-96 and the 
diagnosis of leukemia was confirmed. 
13 How the disease affect you? 
C4 I don't know the disease before. I felt sad when I knew that the son of my friend 
was diagnosed leukemia. I understood the feelings of the mother when I 
experienced this situation. The feelings were not only “sad”，it was more than I 
can say. Central line was inserted very soon. She responded to the treatment 
very well. She felt all right during the six months treatment. She could 
overcome the side effect. After she confirmed of relapse, she readmitted in 
hospital. Since the central line has already been taken away，she felt painful 
during injection. She was very unhappy. She refused to take away the central 
1 4 2 
line at that time because she was afraid of relapse. She did not ask about the 
result of investigation. She followed the treatment. It seemed that she 
understood that her disease was relapsed as the treatment started again. She was 
reluctant to tell me what she was thinking. She was willing to tell me her 
feelings in the past but she was not in these two months. As a parent, we know 
that she was thinking, however, we didn't know what she was thinking. 
15 What did you think she was thinking? 
C6 I don't know. I have asked her what she was thinking but she said that she was 
not thinking. 
17 Tell me what the feelings of you and your husband when the doctor told you the 
diagnosis on 1st March. 
C8 When we saw the response of the technician in the laboratory, we knew that 
something was going to happen. We worried about her health. When I told my 
husband, he said that we should not think about the result as this was the fact. 
He is intellect. However, I worried that I would lose my daughter very much. It 
was difficult to accept the diagnosis at the first night. We agreed to look after 
our daughter and make her happy in the rest of her days if we can't stop the God 
to take her away from us. 
19 What is your religion belief? 
CIO Chinese ritual. 
II1 You had already have the worst psychological preparation to lose your daughter 
when she was first diagnosed leukemia? 
C12 Yes. 
113 What were your feelings during the treatment? 
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C14 We could not think so much. We act as what happened. What we did was 
accompanying with our daughter to face it. We are not health workers and did 
not have knowledge of the disease, so that we could only act as what happened. 
However, she was happy and had confidence to recover during the treatment all 
along. It seemed that there were no big problems. We had less worries when 
she was happy. 
115 That means you felt better when the treatment was in progress? 
C16 Actually, I did not want to think what would happen in the future at that time. I 
hoped that it was all right. 
117 Have you think what led to the disease? 
C18 I have thought it at the early beginning. I suspected that there were some 
physiological changes when she is growing up. Moreover, I also thought that 
she might “hot，，in blood due to frequent barbecue recently. Leukemia likes the 
measles but it is not easy to treatment as viral infection. 
119 What is the name of the disease? 
C20 Acute lymphocystic leukemia. 
121 To what extent do you understand the disease and its prognosis? 
C22 I think that there are formulas to treat this disease. The prognosis depends on 
the age of the child and his/her response to the treatment. The response to the 
treatment determines whether the disease can be cured or the life can be 
extended only. The children over age 10 are developing. All the cells including 
the normal cells and cancer cells whether the white blood cells can kill the 
cancer cells or not. 
1 4 4 
Demographic data 
Mother ^Participant) Eathsi 
Age: 38 44 
Sex: Female Male 
Occupation: Housewife (now) Housing properties agent (past) Driver 
Educational level: F.5 F.5 
Religion: Chinese ritual Chinese ritual 
Living environment: Mortgaged self-buy flat 
� 1 0 0 0 sq. ft 
No. of family members: Four 
No. of children and their age: Two, 15/M and 11/F (Child having cancer) 
Total family income: $ 10,000 (now) $ 40,000 (past) 
Main carer: Mother (now) Maid (past) 
Diagnosis of the child: ALL (Acute lymphoblastic leukemia) 
Date of first diagnosis: 1 st March, 1996 
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Appendix X 
Approval letter from the Chinese University of Hong Kong 
：• THE CHINESE UNIVERSITY ^ ^ 香 港 中 文 大 學 
OF HONG KONG 醫學院 
: F A C U L T Y OF MEDICINE 苯进薪臾孙 m SHATIN. NT. HONG KONG ^ ^ t S ： ^ ^ 香港新界 /J^  田 
TELEGRAM • SINOVERSITY TELEX. 50301 CUHK HX FAX: (852) 2603 6958 
：.’ . 
Our Reference ： 
Your Reference : FM/C/13 
. - .• 
r • 
9 December 1996 
Ms Kwok Yin LIN 
Dept. of Nursing 
CUHK 
Dear Ms Lin, 
I write to inform you that ethical approval has been given for you to engage in the project named 
below: � . 
Project Title: "The impact of childhood cancer at different stages of the disease 
on Hong Kong Chinese families，， 丨 (ref. No. CRE-781) 
InvestigatorCs): Ms Knok Yin Lin, rilThil. Student, Dept. of Nursing, CUKK 
Supervisor(s): Dr. Sheila F Twinn, Dept. of Nursing, CUHK 
Location of Study: j ： • . Duration: 2 years 
1 
Conditions by Clinical Research Nil 
Ethics Committee (if any): 





Clinical Research Ethics Committee 
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Appendix XI 













家 長 簽 署 ： 
硏究員簽署： 
. 日 期： 
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Appendix XII 
Written consent for parents (English version) 
Project title: The impact of childhood cancer at different stages of the 
disease on Hong Kong Chinese families 
Investigator: Lin Kwok-yin, student of Master of Philosophy in Nursing, 
CUHK 
The purpose of this study is to explore the experience of families with 
children diagnosed cancer at five different stages of the disease and to explore 
how the cancer affects the patients and their family members at different stages 
of the disease. The interview will be tape recorded and the tape will be erased 
after completion of the research. The results of the study will be reported in 
the investigator's thesis and may be published but your name will not be given. 
There are no risks or direct benefits to you or your children if you are in 
the study. The results of the study will help nurses plan care for other children 
with cancer and their families. You are free to refuse to participate in this 
study, or you may withdraw from the study at anytime by telling the investigator 
you do not want to continue. Refusal to participate in this study or withdrawal 
from the study will not affect the care offered to your child. If you have any 
questions about the study, you are welcome to ask at anytime. A summary of 
the results of the study will be made available upon request. 
I， , understand the information given above 





Written consent for parents sign for their children 
Project title; The impact of childhood cancer at different stages of the 
disease on Hong Kong Chinese families 
Investigator: Lin Kwok-yin, student of Master of Philosophy in Nursing, 
CUHK 
The purpose of this study is to explore the experi ence of families with 
children diagnosed cancer at five different stages of disease and to explore how 
the cancer affects the patients and their family members at different stages of 
the disease. The interview will be tape recorded and the tape will be erased 
after completion of the research. Your children will be interviewed 
individually and without your present. The results of the study will be 
reported in the investigator's thesis and may be published but your name will 
not be given. 
There are no risks or direct benefits to you or yoiir children if your children 
are in the study. The results of the study will help niirses plan care for other 
children with cancer and their families. Your children are free to refuse to 
participate in this study, or they may withdraw from the study at anytime by 
telling the investigator they do not want to continue. Refusal to participate in 
this study or withdrawal from the study will not affect the care offered to your 
child. If you or your children have any questions about the study，you are 
welcome to ask at anytime. A summary of the results of the study will be 
made available upon request. 
I， (father/mother), understand the information 
given above and agree my son/daughter and 




fe,.. • • • 
( r 
i V ： 
r . 二 I I , f f 一‘ - . ；_ 
V 
s r -f, 




l i V 













I I 1 ‘ . 
I . . 
.1 
y. •4 • • • 
f f 
C U H K L i b r a r i e s 圓 • • i l l 
DD3fi0311f i 
